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ABSTRACT
Congressional hearings on mental retardation and

other developmental disabilities are presented for the stated
purposes of assisting the states in developing a plan for the
provision of comprehensive services to persons affected by mental
retardation and other developmental disabilities originating in
childhood, assisting the states in the provision of such services in
accordance with such plan, assisting in the construction of
facilities to provide the services needed to carry out such plan, and
other purposes not enumerated. Included is a copy of S. 2846, the
Developmental Disabilities Services and Facilities Construction Act
of 1969. Mental retardation activities of the U. S. Department of
Health, Education, and Welfare are summarized. Testimony of
approximately 20 individuals for or against the legislation, focusing
frequently on the financing of the federal prognam, constitutes the
majority of the document. Reports of the President's Committee on
Mental Retardation for 1968 abd 1969 are then included. Construction
program of mental retardation research centers, university affiliated
facilities, and community facilities throughout the country is
provided. Concluding are copies of selected laws relating to mental
retardation. (CB)
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MENTAL RETARDATION AND OTHER DEVELOPMENTAL
DISABILITIES, 1969

MONDAY, NOVEMBER 10, 1969

IJ.S. SENATE,
SUBCOMMITTEE ON HEAurn

M. THE ComurrrEE ON LABOR AND PUBLIC WELPARE,
Washington, D.C.

The subcommittee met at 9 :30 a.m., pursuant to call, in room 4232,
New Senate Office Building, Senator Edward M. Kennedy presiding
pro tempore.

Present: Senators Kennedy' (presiding pro tempore) and
Dominick.

Committee staff members present : Robert 0. Harris, staff director;
James Babin, professional staff member to the subcommittee, and
Jay B. Cutler, minority counsel to the subcommittee.

Senator KENNEDY. The subcommittee will come to order.
Today, the Senate Subcommittee on. Health begins 2 days of public

hearings on legislative proposals dealing with mental retardation and
other developmental disabil ities.

It has now been 6 years since Congress enacted the basic Federal
legislation in this area. We know from the rising level of public con-
cern over this major national problem that the scope and funding
of our present efforts are far too narrow to provide the services and
facilities that are needed.

In the course of these hearings, the subcommittee will receive testi-
mony from public officials, private citizens and the representatives of
a number of organizations mid institutions familiar with the needs
and aspirations of the retarded.

The legislation pending before the subcommittee is S. 2846, the
"Developmental Disabilities Services and Facilities Construction Act
of 1969," which I introduced in the Senate in August, and which is
cosponsored by Senators Yarborough, Williams of New Jersey, Nel-
son, Mondale, Eagleton, Cranston, Hart, and Javits.

The text of the bill, along with my remarks at the time I introduced
it, shall be prMted at this point.

(The bill S. 280 and introductory remarks follow :)
(1)
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S. 2846

IN THE SENATE OF THE UNITED STATES

ADM? 18, 1969

MR. KENNEDY (FOR HIMSELF, MR. YARBOROUGH, MR. CRANSTON, MR. EAGLETONp
MR. HARTp MR. JAVITS, MR. MONDALE, MR. NELSON, AND MR. WILLIAMS OF
NEW JERSEY) INTRODUCED THE FOLLOWING BILL; WHICH WAS READ TWICE AND
REFERRED TO THE COMMITTEE ON LABOR AND PUBLIC WELFARE

A BILL
To assist the States in developing a plan for the provision of com-

prehensive services to persons affected by mental retardation

' and other developmental disabilities originating in childhood,

to assist the States in the provision of such services in accord-

ance with such plan, to assist in the construction of facilities

to provide the services needed to carry out such plan, and for

other purposes.

Be it enacted by the Senate and House of Representa-

2 tives of the United States of America in Congress assembled,

SHORT TITLE

4 SECTION 1. This Act may be cited as the "Develop-

5 mental Disabilities Services and Facilities Construction Act

6 ''of 1969."

II
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1 TITLE IGRANTS FOR PLANNING, PROVISION OF

2 SERVICES, AND CONSTRUCTION OF FACILI-

3 TIES FOR PERSONS WITH DEVELOPMENTAL

4 DISABILITIES

5 SEc. 101. Part C of the Mental Retardation Facilities

6 Construction Act, as amended, is amended by striking out

7 sections 131 through 137 and substituting the following:

8 "PART 0GRANTS FOR PLANNING, PROVISION OF SERV-

9 ICES, AND CONSTRUCTION OF FACILITIES FOR PER-

I() SONS WITII DEVELOPMENTAL DISABILITIES

11 "DECLARATION OF PURPOSE

12 "SEC. 130. The purpose of this part is-

13 " (a) to make grants to assist the several States in

developing and implementing a comprehensive and

15 continuing plan for meeting the current and future needs

16 for services to persons affected by developmental dis-

17 abilities; and

18 " (b) to make grants to assist public and nonprofit

19 agencies in the construction of facilities for the provision

20 of services to persons affected by developmental dis-

abilities.

22 "AUTHORIZATION OF APPROPRIATIONS

23 "SEC. 131. In order to make the grants to carry out the

24 provisions of section 130, there are authorized to ba appro-

25 priated $100,000,000 for the fiscal year ending June 30,
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3

1 1971, $150,000,000 for the fiscal year ending June 30, 1972,

2 $200,000,000 for the fiscal year ending June 30, 1973,

3 $250,000,000 for the fiscal year ending June 30, 1974, and

4 $250,000,000 for the fiscal year ending June 30, 1975.

5 "STATE ALLOTMENTS

6 "SEc. 132. (a) (1) From the sums appropriated to

7 carry out the purposes of section 130 for each fiscal year,

8 the several States shall be entitled to allotments determined,

9 in accordance with regulations, on the basis of (A) the pop-

ulation, (B) the extent of need for services and facilities

11 for persdns with developmental disataties, and (C) the

12 financial need of the respective States; except that the allot-

13 ment of any State (other than the Virgin Islands, American

14 Samoa, Guam, and the Trust Territory of the Pacific

15 Islands) for any such fiscal year shall not be less than

16 $100,000.

17 " (2) In determining, for purposes of paragraph (1) ,

18 the extent of need in any State for services and facilities

10 for persons with developmental disabilities, the Secretary

20 shall take into account the scope and extent of the services

21 specified, pursuant to section 134 (b) (4) , in the State plan

22 of such State approved under this part.

23 "(3) Sums allotted to a State for a fiscal year and

24 designated by it for construction and remaining unobligated

25 at the end ((such year shall remain available 'to such State
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1 for such purpose for the next fiscal year (and for such year

2 only) , in addition to the sums allotted to such State for

3 such next fiscal year: Provided, That whenever the State

4 pIau calls for the construction of a specifto facility the Fed-

5 eral share of which will exceed the State's maximum per-

6 wissible allotment for construction for the fiscal year, the

7 Secretary may, on tlie request of the State, provide that funds

8 allotted to the State remain available, to the extent neces-

9 sou but not to exceed two additional years, to be combined

10 with subsequent allotments for the specified purpose.

11 "(b) Whenever the State plan developed in accordance

V. with section 134 provides for participation of more thari one

13 State agency in administering or supervising the admMistra-

CM of designated portions of the State plan, the State may

15 apportion its allotment among such agencies in a rammer

16 which, to the satisfaction of the Secretary, is reasonably re-

lated to the responsibilities assigned to such agencies in

18 carrying out the purposes of this part. Funds so apportioned

19 ,to State agencies may be combined with other State or

29 Fedvral funda authorized to be spent for other purposes,

Pi provided the purppses of this part will receive proportionate

22 benefit from the combination.

2.3 " (0) The tunount a an allotment to a State for a fiscal

yiar which the Seeretw determines will not be required by

25 the Stp.te duriag the period for which h is available for the

rit
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1 purpose for which allotted shall be available for reallotment

2 by the Secretary from time to time, on such date er dates

3 as he may fix, to other States with respect to which such a

4 determination has not been made, in proportion to the

5 oriOnal allotments of such States for such fiscal year, but

6 with such proportionate amount for any of such other States

7 being reduced to the extent it exceeds the sum the Secretary

8 estimates such State needs and will be able to use during

9 such period; and the total of such reductions shall be similarly

10 reallotted among the States whose proportionate amounts

11 were not so reduced. Any amount so reallotted to a State

12 for a fiscal year shall be deemed to be a part of its allotment

13 under subsection (a) for such fiscal year.

14 "NATIONAL ADVISORY COUNCIL ON SERVICES AND FACILI-

15 TIES FOR THE DEVELOPMENTALLY DISABLED

16 "SEo. 133. (a) (1) There is hereby established a Na-

17 tional Advisory Council on Services and Facilities for the

18 Developmentally Disabled (hereinafter referred to as the

19 'Council') , which shall consist a twelve members, not other-

20 wise in the regular full-timo employ of the United States,

21 to be appointed by the Secretary without regard to the pro-

22 visions of title 5, United. States Co.:10, governing appoint-

23 ments in the compeCtive civil service.

24 " (2) The Secretary shall from time to time designate
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1 one of the members of the Council to serve as Chairman

2 thereof.

3 " (3) The members of the Council shall be selected from

4 leaders in the fields of service to the mentally retarded and

5 other developmentally disabled persons, in State or local

6 government, and in orgathations representing consumers of

7 such services. At least fetir inembers shall be representative

8 of State or local agencies responsible for services to the de-

9 velopmentally disabled, and at least four shall be represent-

10 ative of the interests of consumers of such services.

11 " (b) Each member of the Council shall hold office for a

12 term of four years, except that any member appointed to fill

13 a vacancy occurring prior to the expiration of the term for

14 which his predecessor was appointed shall be appointed for

15 the remainder of such term, and except that, of the twelve

16 members first appointed, three shall hold office for a term of

17 three years, three shall hold office for a term of two years,

18 and three shall hold office for a term of one year, as desig-

19 nated by the Secretary at the time of appointment.

20 " (c) It shall be the.duty and function of the Council to

21 (1) advise the Secretary with. respect to any regulations

22 promulgated or proposed to be promulgated by him in the

23 implementation of this title, and (2) study and evaluate

24 programs authorized by this title with a view to determining
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1 their effectiveness in carrying out the purposes for which

2 they were established.

3 " (d) The Council is authorized to engage such technical

4 assistance as may be required to carry out its functions, and

5 the Secretary shall, in addition, make available to the Council

6 such secretarial, clerical, and other assistance and such stalls-

7 tical and other pertinent data prepared by or available to the

8 Department of Health, Education, and Welfare as it may

9 require to carry out such functions.

10 " (e) Members of the Council, while attending meetings

11 or conferences thereof or otherwise serving on the business

12 of the Council, shall be entitled to receive compensation

13 at rates fixed by the Secretary, but not exceeding $100 per

14 day and, while so serving away from their homes or regular

15 places of business, they may be allowed travel expenses, in-'

16 eluding per diem in lieu of subsistence, as authorized by sec-

tion 5703 of title 5, United States Code, for persons in the

18 Govenunent service employed intermittently.

19 "STATE PLANS

20 "SD°. 134. (a) Any State desiring to take advantage.

21 of this part must have a State plan submitted to and ap-

22 proved by the Secretary under this section.

23 " (b) In order to be approved bY the Secretary mider
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1 this section, a State plan for the provision of .services and

2 facilities for persons with developmental disabilities. must-

3 " (1) designate (A) a State planning and advisory

4 council, to be responsible for submitting revisions of the

5 State plan and transmitting such reports as may be re-

6 quired by the Secretary; (B) the State agency or agen-

7 cies which may administer or supervise the administra-

8 lion of all or designated portions of the State plan; and

9 (C) a single State agency as the sole agency for ad-

10 ministering or supervising the administration of grants

11 for construction under the State plan;

12 " (2) set forth policies and procedures for the ex-

13 penditure of funds under the plan, which, in the judg-

14 ment of the Secretary, are designed to assure effective

15 continuing State planning, evaluation, and delivery of

16 services (both public and private) for persons,with de-

17 velopmcntal disabilities;

18 " (3) contain or be supported by assurances satis-

19 factory to the Secretary that (i) the funds paid to the

20 State under this part will be used to make a significant

21 contribution toward strengthening services for persons

22 with developmental disabilities in the various political

23 subdivisions of the State in order to improve the quality,

24 scope, and extent of such. services; (ii) part of such funds

25 will be made available to othr public or nonprofit pri-
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1 vate agencies, institutions, and organizations; (iii) such

2 funds will be used to supplement and, ethe extent prac-

3 ticable, to increase the level of funds that would other-

4 vise be made available for the purposes for which the

5 Federal funds are provided and not to supplant such non-

6 Federal funds; and (iv) there will be reasonable State

7 financial participation in the cost of administering and

8 implementing the State plan;

9 " (4) (A) provide for the furnishing of a range of

10 services and facilities for persons with developmental

11 disabilities associated with mental retardation, (B)

12 specify tho other categories of developmental disabilities

13 which will be included in the State plan, and (C)

14 describe the quality, extent and scope of such services as

15 will be provided to persons with mental retardation and

16 other developmental disabilities;

17 " (5) provide that services and facilities furnished

18 under tho plan for persons with developmental disabili-

19 ties will bo in accordance with standards prescribed by

20 regulations, including standards as to the scope and qual-

21 ity of such services and the maintenance and operation

22 of such facilities;

23 " (6) provide such methods of administration (in-

24 oluding methods relating to the establishment and main-

s. 2846-2
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1 tenance of personnel standards on a merit basis, except

2 that the Secretary shall exercise no authority with re-

3 spect to the selection, tenure of office, and Compensation

4 of any individual employed in accordance with such

5, metheds) as are found by the Secretary to be necessary

6 for the proper and efficient operation of the plan;

7 " (7) provide that the State planning and advisory

8 council shall be adequately staffed, shall include repre-

9 sentatives of each of the principal State agencies and

10 representatives of local agencies and nongovernmental

11 I :organizations and groups concerned with services for per-

12 sons with developmental disabilities: Provided, That at

13 least one-third of the membership of such council shall

14 consist of representatives of consumers of such services ;

15 " (8) provide that the State planning and advisory

16 council will from time to time, but not less often than

17 annually, review and evaluate its State plan approved

38 under this section and submit appropriate modifioations

19 to the Secretary;

20 " (9) provide that the State agencies designated

21 in paragraph (1) will make such reports, in such form

22 and containing such information, as the Secretary may

23. , from time to time reasonably require, and will keep such

24 ; records and afford such access thereto as the Secretary

38-191 0 -10 - 2
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1 finds necessary to assure the correctness and verification

2 of such reports;

3 " (10) provide tlmt special financial and technical

4 assistance shall be given to areas of urban or rural pow-

5 erty in securing services and facilifies for developmeu-

6 tally disabled residents of such areas;

7 " (11) describe the methods to be used to assess

8 the effectiveness and accomplishments of the State in

9 meeting the needs of developmentally disabled persons

10 in the State;

11 " (12) provide for the development of a program of

12 construction of facilities for the piovision of services for

13 persons with developmental disabilities which (A) is

14 based on a statewide inventory of existing facilities and

15 survey of need; and (B) which meets the requirements

16 prescribed by the Secretary for furnishing needed serv-

17 ices to persons unable to pay therefor;

18 " (13) set forth the relative need, determined in

19 accordance with regulations prescribed by the Secretary,

20 for the several projects included in the construction pro-

21 gram referred to in paragraph (12), and assign priority

22 to the construction of projects, insofar as financial re-

23 sources available therefor and for maintenance and oper-

24 ation make possible, in the order of such relative need;
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1 " (14) specify the per centum of the State's allot-

2 mcnt (under section 132) for any year which is to be

3 devoted to construction of facilities, which per centum

4 shall be not more than 50 per centum or such lesser per

5 centum of the allotment as the Secretary may from time

6 to time prescribe;

" (15) provide for affording to every applicant for

8 a construction project an opportunity for hearing before

9 the State agency;

10 " (16) provide for such fiscal control and fund

11 acoounting prooedurcs as may be necessary to assure the

12 proper disbursement of and accounting for funds paid

13 to the State under this part; and.

14 " (17) contain such additional information and as-

15 surances as the Secretary may find necessary to carry

16 out the provisions and purposes of this part,

17 " (c) The Secretary shall approve any State plan and

18 any modification thereof which complies with the provisions

18 of subsecfion (b). The Secretary shall not finally disapprove

28 a State plan except after reasonable notice and opportunity

21 for a hearing to. the State.

22 "APPROVAL OF PROJECTS FOR CONSTRUCTION

23 "SEC. 135. (a) For each project for construotion pur-

24 suant to a State plan approved under this part, there shall

25 bp submitted to the Secr,etary,ithrough the State agency
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1 designated in section 134 (b) (1) (C) , an application by the

2 State or a political subdivision thereof or by a public or othdr

3 nonprofit agency. If two or more agencies join in the con-

4 struction of the project, the application may be filed by one

5 or more of such agencies. Such application shall set forth--

6 " ( 1 ) a description of the site for. such project;''

7 " (2) plans and specifications thereof, in accord-

8 ance with regulations prescribed by the Secrettur

9 " (3) reasonable assurance that title to such site

10 is or will be vested in one or more of the agencies filing

11 the application or in a public or other nonprofit ageney

12 which is to operate the facility;

13 " (4) reasonable assurance that adequate financial

14 support will be available for the construction of the

15 project and for its maintenance and operation when

16 completed;

17 " (5) reasonable assurance that all laborers and

18 mechanics employed by contractors or subcontractors in

19 the performance of work on construction of the projeCt

20 will be paid wages at rates not less than those prevail::

21 ing on similar construction in the locality as determined'

22 by the Secretary of Labor in accordance with the Davii-

23 Bacon Act, as amended (40 U.S.C. 276n-;-276a-5)

24 and the Secretary of Labor shall have with respect to

S. 2846-3

4.0
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1 the labor standards specified in this paragraph the au-

2 thority and functions set forth in &organization Plan

3 Numbered 14 of 1950 (15 F.R. 3176) and section 2 of

4 the Act of June 13, 1934, as amended (40 U.S.C.

5 276c) ; and

6 " (6) a certification by the State agency of the

7 Federal share for the project.

8 " (b) The Secretary shall approve such application if

9 sufficient funds to pay the Federal share of the cost of

10 construction of such project are available from the allotment

11 to the State, and if the Secretary finds (1) that the appli-

12 cation contains such reasonable assurances as to title, finan-

13 cial support, and payment of prevailing rates of wag and

14 overtime pay, (2) that the plans and specifications are in

15 accord with regulations prescribed by the Secretary, (3)

164, that the application is in conformity with the State plan

17 approved under this part, and (4) that the application has

18 been approved and recommended by the State agency and

19 is entitled to priority over other projects within the State in

20 accordance with the State's plan for persons with develop-

21 mental disabilities and in accordance with regulations pre-

22 soribed by the Secretary.

23 " (c) No application shall be disapproved until the

24 Secretary has afforded the* Sthte agency an opportunity for

25 a hearing.

e.).1
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1 " (d) Amendment of any approved application shall be

2 subject to approval in the same manner as the original

3 application.

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23 or

24

25

"WITHHOLDING OF PAYMENTS FOR GONETRITOTMN

"SEc. 136. Whenever the Secretary, after reasonable

notice and opportunity for hearing to the State agency des-

ignated in section 134 (b) (1) (0) finds

" (a) that the State agency is not complying sub-

stantially with the provisions required by section 134

(b) to be included in the State plan, or with regulations

of the Secretary;

" (b) that any assurance required to be given in an

application filed under section 135 is not being or can-

not be carried out;

" (c) that there is a substantial failure to carry out

plans and specifications related to construction approved

by the Secretary under section 134; or

" (d) that adequate funds are not being provided

annually for the direct administration of the State plan,

the Secretary may forthwith notify the State agency that

" (e) no fulther payments will be made to the

State for construction from allotments under this part;

" (f) no further payments will be made from allot-

ments under this part for any project or projects desig-
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nated by the Secretary as being affected by, the action

2 or inaction referred to in paragraph (a) , (b)., (c), or

3 (d) of this seetion;

4 as the Secretary may determine to be appropriate nnder

5 the ciretunstances; and, except with regard to any projeet

6 for whieh the application has already been approved and

7 which Is not directly affected, further payments for 'coil-

8 struction projects may be withheld, in whole or in part,

9 until there is no longer any failtife to comply (or to early

10 out the assurance or plans and 'specifications of to proviãe

11 adequate funds, as the case may be).. or, if sueh compliance

12 (or other action) is impossible, ,until the State repays or

13 arranges for the repayment of Federal moneys to which the

14 recipient was not entitled.

15 "PAYMENTS TO THE STATES i'011 PLANNING,AND SERVIdES

16 "SEP. 137. (a) (1) From each State's allotments 4or

17 a fiscal year under section 132, the State shall, be paid 63,,

18 Federal share of the expenditures, other tluin expenditure§

19 for construction, incuired during such year .under its State

20 plan approved under this part..Stich payments 'shall be tnie

21 from fime to time in .advance on the basii of 'estimates by

22 the Secretary of the sums the State 'will expend under the.

23 State plan, except that such adjustments as may benecessary

24 shall be made dn amount of previmly madii underpayments

2 5. or overpayments under this secfion.
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1 " (2) For the purpose of determining the Federal

2 share of any State, expenditures by a political subdivision

3 thereof or by nonprofit private agencies, organizations., and

4 groups shall, subject to such limitations and conditions :as

5 may be prescribed by regulations, be regarded as expendi-

6 tures by such State.

7 " ( b ) The `Federal share' for any State for purpoSes

8 of this section for any fiscal year shall be 80 per centum of

9 the expenditures, other than expenditures for construction,

10 incurred by the State during such year under its State plan

11 approved alder this part.

12 "WITIMOLDING OF PAYMENTS FOR PLANNING AND SERVICE

13 "SEc. 138. Whenever the Secretary, after reasonable

14 notice and opportunity for hearing to the State planning

15 and advisory council finds thatr-

16 " (1) there is a failure to comply substantially with

17 any of the provisions required by section 134 to be in-

18 eluded in the State plan; or

19 " (2) there is a failure to comply substantially with

20 any regulations of the Secretary which are applicable

21 to this part,

22 the Secretary shall notify such State council that further pay-

23 ments will not be made to the State under this part (or, iri

24 his discretion, that further payments will not be made to the
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1 State under this part for activities in which there is such fail-

2 ure) , until he is satisfied that there will no longer be such

3 failure. Until he is so satisfied, the Secretary shall make no

4 further payment to the State under this part, or shall limit

5 further payment under this part to such State to activities

6 in which there is no such failure.

7, "REGULATIONS

8 "SEc. 139. Not later than March 1, 1970, the Secretary,

9 after consultation with the National Advisory Council on

10 Services and Facilities for the Developmentally Disabled

11 (established by section 133 ) , by general regulations appli-

12 cable uniformly to all the States, shall prescribe-

13 " (1) the kinds of services which are needed to

14 provide adequate programs for persons with develop-

15 mental disabilities, the kinds of services which may be

16 provided under this part, and the categories of persons

17 for whom such services may be provided ;

18 " (2) standards as to the scope and quality of serv-

19 ices which must be provided for persons with develop-

20 mental disabilities under a State plan approved under

21 this part;

22 " (3) the general manner in which a State, in ()any-

23 ing out its State plan approved under this part, shall

24 -determine priorities for services and facilities based on

25 type of service, categories of persons to be served, and
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1 type of disability, with special consideration being given

2 to the needs for such services and facilities in areas of

3 urban and rural poverty; and

4 " (4) general standards of construction and equip-

5 ment for facilities of different classes and in different

6 types of location.

"NONIYUPLICATION

8 "SEO. 140. (a) In determining the amount of any pay-

9 ment for the construction of any facility under a State plan

10 approved under this part, there shall be disregarded (1) any

11 portion of the costs of such construction which are financed

12 by Federal funds provided under any provision of law other

13 than this part, and (2 ) the amount of any non-Federal

14 funds required to be expended as a condition of receipt of

15 such Federal funds.

16 " (b) In determining the amount of any State's Federal

17 share of expenditures for planning and services incurred by it

18 under a State plan approved under this part, there shall be

19 disregarded ( 1 ) any portion of such expenditures which are

20 financed by Federal funds provided under any provision of

21 law other than this part, and (2) the amount of any non-

22 Federal funds required to be expended as a condition of

23 receipt of such Federal funds."

24 SEC. 102. (a) Section 401 of the Mental Retardation
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1 Facilities and Community Mental Health Centers Construe-

2 tion Act of 1963, as amended (42 U.S.C. 2691) , is amended

3 h
4 (1 ) inserting "the Trust Territory of the Pacific

5 Islands" after "American Samoa" in subsection (a) ;

6 (2) striking (,ut subsection (b) and inserting in

lieu thereof the following:

8 " (2) The term 'facility for the developmentally dis-

9 abled' means a facility, or a specified portion of a facility,

10 designed primarily for the delivery of one or more services

11 to persons affected by one or more developmental dis-

12 abilities.";

13 (3) striking out the words "mentally retarded"

14 wherever they occur in subsection (d) and inserting the

15 words "developmentally disabled" in lieu thereof;

16 (4) striking out "August 31" in subsection (j) (1)

17 and inserting in lieu thereof "September 30"; and

18 (5) by adding at the end of the section the follow-

19 ing subsections:

20 " (1) The term 'developmental disability' means a dis-

21 ability attributable to mental retardation, cerebral palsy,

22 epilepsy, a neurological impairment, a sensory defect, or any

23 other chronic physical or mental impairment of an individual

24 which originates before such individual attains age eighteen,

25 which has continued or can be expected to continue indefi-
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1 .nitely, and. which,,constitntes a substantial handiaap, to isuah

2 individual. 1.,

V.. " (m) The:torm 'services for persons with developmental

4 means; specialized ;services er ,spoenial tulaptations

5 of generic services directed toward the,alleviation. of a devel-

6 opmental disability or toward the social, personal, physical, or

economic habilitation. ,; op, rehabilitation of . an. individual

8 affected by . ouch a:disability, , and such term includes,: diag-

9 nosis, evaluation, treatment, personal care, day-cao, domi-

10 , ciliary care, special lng arrangements, ti-74iningeducation;

11 sheltered employment,,recreatiow counseling of;t140 individual

'

12 affected by such disability and of his family,i protective and

13 other social and socio-legal services and information and refer»

ral services. ;

15 " (n) The terra o'regulations' means (unless the; ,teit

16 otherwise indicates) regulations promulgated by life Seere

17 oty,,,
;

1$ , (b) Sections 403 and.405 of suoh,Aot are amended by

insorting the words "or. the developmentally disabled" afte?

20 .thi3 waxds "mentally retarded wherever they occur,

21
, , ERFEOTIYE ACTH .! r

22 BEc. 103. ,The amendments made. hy this title shall'

23 apply with respect to fiscal years beginning after June 30,

24 1970 : Provided, .howeiler, That .funds appropriated prior to

25 that date under, part of the Mental RetardationiFacilities
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1 Construction Act shall remain available for obligation during

2 the fiscal year ending June 30, 1971.

3 TITLE IIAMENDMENTS TO PART B OF THE

4 MENTAL RETARDATION FACILITIES CON-

5 STRUCTION ACT

6 CAPTION

7 SEC. 201. (a) (1) The caption to part B of the Mental

8 Retardation Facilities Construction Act is amended to read

9 as follows:

10 "CONSTRUCTION, DEMONSTRATION AND TRAINING GRANTS

11 FOR UNIVERSITY-AFFILIATED MENTAL RETARDATION

12 FACILITIES".

CONSTRUCTION GRANTS

SEC. 202. (a) The first sentence of section 121 (a) of

15 the Mental Retardation Facilities 'Construction Act is

16 amended-
17 (1) by striking out "clinical facilities providing, as

18 nearly as practicable, a full range of inpatient and out-

19 patient services for the mentally retarded (which for

20 purposes of this part, includes other neurological handi-

21 capping conditions found by the Secretary to be suffi-

22 ciently related to mental retardation to warrant inclu-

23 sion in this part) and";
24 (2) by striking out "clinical training" and inserting

25 in lieu thereof: "interdisciplinary training"; and

r.7:q
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(3) by striking out "each for the fiscal year ending

June 30, 1969, and the fiscal year ending June 30,

1970" and inserting in lieu thereof: "for each of the next

seven fiscal years".

(b) Section 121 of such Act is amended by adding at

the end thereof the following subsection:

" (c) For purposes of this part, the term 'mentally re-

tarded' shall include mental retardation and other neurolog-

ical handicapping conditions found by the Secretary to be

snificiently related to mental retardation to warrant inclu-

sion in this part."

DEM ONSTRATION AND TRAINING GRANTS

SEC. 203. Part B of the Mental Retardation Facilities

Construction Act is amended by redesignating sections 122,

123, 124, and 1-25 as sections 123, 124, 125, and 126,

respectively, and by adding the following new section after

section 121 :

"SEc. 122. (a) For the purpose of assisting institutions

of higher education to contribute more effectively to the solu-

tion of complex health, education, and social problems of

children and adults suffering from mental retardation, the

Secretary may, in accordance with the provisions of this part,

make grants to cover costs of administering and operating

demonstration facilities and interdisciplinary training pro-

grams for personnel needed to render specialized services to



25

24

1 the mentally retarded, including established disciplines as

2 well as new kinds of training to meet critical shortages in the

3 care of the mentally retarded.

4 " (b) For the purpose of making grants under this sec-

5 tion, there is authorized to be appropriated $7,000,000 for

6 the fiscal year ending June 30, 1971; $11,000,000 for the

7 fiscal year ending June 30, 1972; $15,000,000 for the fiscal

8 year ending June 30, 1973; and $20,000,000 for each of the

9 next two fiscal years.

10 SEC. 204. Section 123 of such Act, as redesignated by

11 this Act is, amended by inserting " (a) " after "Sm. 122,"

12 by inserting "the construction of" before "any facility," and

13 by adding the following new subsection at the end thereof:

14 " (b) Applications for demonstration or training grants

15 under this part may be approved by the Secretary only if

16 the applicant is a college or university operating a facility

17 of the typo described in section 121, or is a public nonprofit

18 agency or organization operating such a facility."

19 . SEC. 205. Section 124 of such Act, as redesignated by

20 this Act, is amended by deleting the phrases "for the con-

21 struction of a facility" and "of construction" in subsection

22 ,(a) thereof, and by deleting the phrase "in such installments

23 consisthnt with construction progress,".

24 Sm. 306. Section 125 of such Act, as redesignated by
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1 this Act, is amended by inserting

"construction" before
2 "funds" in the first line thereof.

3
MAINTENANCE OF EFFORT

4 SEC. 307. Such Act is amended by adding at the end
5 thereof the following new section:
6 "Sm. 126. Applications for grants under this part may
7 be approved by the Secretary only if the application con-
8 tains or is supported by reasonable assurances that the grants
9 will not result in any decrease in the level of State, local, and

10 other non-Federal funds for mental retardation services and
11 training which would (except for such grant) be available
12 to the applicant, but that such grants will be used to supple-
13 ment, and, to the extent practicable, to increase the level
14 of such funds."
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S. 2846IwrnonuettoN OF A BILL TO PROVIDE SERVICES AND loAcumrs FOR
PERSONS WITH DEVELOPMENTAL DISADIUTIES

Mr. KENNEDY. Mr. President, on belmlf of Senator Yarborough and myself. I
introduce for appropriate reference the Developmental Disabilities Services and
Facilities Construction Act of 1909. The principal title of the bill would broaden
existing Federal grant programs by providing an extensive new range of services
and facilities for the mentally retarded and other persons affected by develop-
mental disabilities. A. separate title of the bill would extend for 5 years the
current statutory program authorizing construction of university facilities and
training programs for the mire and treatment of the developmentally disabled,
and would amend the existing legislation to place greater emphasis on the inter-
disciplinary character of such programs.

In 1963 Congress enacted the first major Federal legislation for the specific
assistance of the mentally retarded. The Mental Retardation Facilities Construc-
tion Act, enacted as part of the combined mental healtlomental retardation
legislation of that year, was the outgrowth of the pathbreaking work of the
President's Panel on Mental Retardation, appointed by President Kennedy in
1902.

The President's Panel found an appalling shortage of appropriate residential
and nonresidential facilities for our mentally retarded eitizens. both children and
adults. The panel also recognized tile need for new approacims to the training
of personnel to work with the handicapped, to diagnose their difficulties, to treat
their disorders, to train their crippled minds, to cultivate their potential for
rewanling activity, and to counsel their bewildered families.

The Panel also recognized the need for the establishment of special centers for
research into the causes of mental retardation and its care and treatzmmt. Iii
such centers, the differing skills of a variety of professionals and other research
experts could be focused on the basic unknowns of mental retardation, such as
the chroinosome abnormality in mongolism. or Hie effeet of malnutrition on the
prenatal development of infants.

The investigators would study new methods for teaching language to children
who do not learn to speak in the normal way. They would develop improved
methods of behavioral training to overcome many of the other obstacles that
block the progress of retarded children, and better ways to train groups of
chiMren in residential and nonresidential facilities.

In the Mental Retardation Facilities Construction Act of 1963, Congress lilt.
plemented many of the panel's basic recommendations. In the various provisions
of the ad, Congress est,..blished a program of Federal financial assistance for
the construction of thrrr, types of facilities for the mentally retarded :

Connininity facilitie6 for the retarded;
University-affillated clinical facilities for the diagnosis, ore, treatment, and

training of the retarded, ill colijimetion with programs to train professional
personnel to help such persons ; and

Centers for research on mental retardation and related aspects of human
development.

In the initial years under the 1963 act, Congress gave enthusiastic support
to these three complementary programs. However, after a dozen mental retarda-
tion research centers had been funded, the construction authority for this pro-
gram was allowed to lapse, The authorization for the ;4i-ca1led university-
affiliated facility program was renewed in 1967, hut the program ims been
mulerfinided since that time. In addition, budgetary restrictions have also forced
a serious curtailment of the Community Facility Program in recent years.

At the same time, however, there were liberalizing influences. In late 1967, in
response to the need for assistance in staffing the eollimunity facilities. Con .
gress amended the legislation to authorize grants to be made for such staffing.
The first staffing grants under this amendment were announced last month,
July 1909. Nearly 300 applications, requesting Federal funds totaling over $14
million for the first full year of operation, were received, even though only $8
million was actually appropriated for the fiscal year 1969.

At the present time, under the 1963 act as it has been amended, approximately
300 comilumity facilities and 19 facilities for university training programs have
been funded. For the construction of facilities for the retarded, Congress has
obligated a tots 1 of $56 million over a period of 5 fiscal years. Ironically, this
amount is only slightly higher than the amount recommende(l by the President's
Panel for each of the first 10 years of the proposed program. And, it represents
less Than one-third of the total cost of the facilities that hare been established.

We know that the scope and current level of funding of tffiese programs are
38-191 0-70-3
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too narrow to meet the constantly increasing demand for services and facilitiesfor the retarded in all parts of the Nation. That demand represents the con-scientious response in each of the 50 States by concerned citizens eager toright the wrongs and injustices suffered by this Icing-neglected segment or ourpopulation.

The work that Congress began so well in 1903 is far front finished. Each of thepresent grant programs in this crucial area will expire in less than a year.Yet, even now, responsible State agencies estimate that projects requiring an.additional $100 million in Federal funds are on the drawing boards awaitingthe availability of Federal funds. The time is long past due for action by Con-gress to expand and extend this vital legislation.In its recent report entitled "MR 1908," the President's Committee on MentalRetardation highlighted many of the current problems of inadequate care andtreatment for the retarded. One of the most serious problems documented by theCommittee concerns the lack of satisfactory residential care facilities for theretarded. At least rio percent of the comitry's institutionalized retarded livein functionally inadequate buildings whose average age is 44 years. The staffsare overworked, underpaid, and inoffectively used. Many of the staff personnelare poorly trained. Waiting lists for the admission of the retardedboth childrenand adultsare far too long.To a limited extent. other Federal programs have helped to till the gap.Small islands of innovation have been created under the so-called HIP and HISTprogramsthe hospital hnprovement program and the hospital inservice train-ing program. These two programs are operated on a project grant basis. Forthe past 3 years, however, less than $9 million has been appropriated annuallyfor these programs, and scarcely more than. half of the 170 public institutionsfor the retarded in the country have been able to benefit front them.The President's Committee reconnnended that substantial Federal fundsshould be made available to all public institutions for the retarded. Grants'would be made on the basis of a comprehensive Stale plan. Under the plan,evisting institutions wouhl be required to met specified standards, and newtypes or localized residential facilities would be developed. Such facilities wouldnot have the dehumaeizhig characteristics often associated with large remotehospitals. Under the Committee's recommendation, the Federal program couldmove front an underfunded project approach to a more realistic grant approachthat would include a direct. attack on the problem of inadequate residential care.
It is widely recogniml today (that mental retardation is often associatedwith other kinds of developmental disabilitiessuch US cerebral palsy, epilepsy,congenital nmlformations, seasory disorders, and the like. Moreover, even nor-mally intelligent children and adults with such developmental

disorders may haveproblems requiring special care. 'training, treatment, and living arrangementssimilar to those needed by the mentally retarded. Yet, unlike the retarded, theyfrequently have urgent needs which are nOt covered by any of our existing Fed-
eral grant programs. I believe that our programs should be expanded to cover
these persons as well.

Another signiflean't problem in the care and treatment of the retarded anderexisting Federal legislation concerns the anomalous position or mental retarda-
tion in the Partnership for Health Act, which was enacted by Congress in 1900.Under that act, the Public Health Service has begun to move away from theso-called categorical grant approach to health services, As an inadvertent resultof this approach, however, there Ims been a serious decline hi the overall Federaland State commitments in the area of mental retardation.In the Partnership for Health Act, Congress recognized that, more often thannot. State health departments do not have the primary responsibility for mentalhealth. Therefore, Congress sought -to iirotect the existing programs for mentalhealth services and facilities. It required that at least 15 percent of the basicformula grant to each State for health services must be placed at the disposal ofthe State mental health authorities.No such provision was made applicable, however, in the case of funds formental retardation. Congress failed to recognize that, just as in the ease of mentalhealth, facilities and services for the mentally retarded are often the responsi-bility or other State agencies. and are often not exclusively or even primarily theresponsibility of 'State health departments. Even in the States which includemental retardation within the scope of their mental health agencies, here Is noassurance that the -mentally retarded will receive their proportionate slmre of thebe»efits of the Partnership for Health Act. Thus, the mentally retarded still do
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not have the benefit of the kind of impetus that Congress has given to the States
with respect to niany other health and mental health-related problems.

It. is time to remedy this oversight by providing specific Federal financial as-
sistance to the 'States for a wide variety of mental retardation services and fit-
dillies. In addition, broad flexibility should be allowed each State to apportion

.its mental retardation grants among its various goverinnental agencies, in ac-
cordance with the particular State plan. and to include persons with related
disorders.

'Phe magnitude of the Iwoblein of mental retardation was already enormous
in 1963, the year the basic Federal statute was enacted. Since that Hine, officials
and responsible citizens have become even more acutely aware of the extent of
the problem. The eomprehensive State planning effort undertaken with Federal
support and encouragement during the years 196.1 through 1968 has pinpointed
many of the defects in the present system. Each State now has a view of its
problems and its priorities. and of tiw steps it must take to meet them. In many
St utes. new agencies have been created to spearhead the effort and bring a more
effeetive and diversified attaele on the problem.

Yet a notlli' l I ispect, of the problem of mental retardation involves the aced for
ingter training of professional personnel working in this area. In 1962, few physi-
cians, psychologists, social workers, rehabilitation counselors, physical thera-
pists. and others who could ha ve contributed to the rehabilitation of the mentally
retarded had the opportunity during their training for firsthand contact with
handicapped children and adults. Even fewer had the opportunity to observe or
participate in demonstration programs for the education, care, or treatment of
such lwrsons.

Part B of the Mental Retardation Facilities Construction Act of 1963 was
addressed to this serious deficiency. It authorized Federal grants for the con-
struction of clinical and demonstration facilities affiliated with colleges or mil-
versities. A major emphasis of such grants was on the use of the facilities for
training physicians and other specialized personnel. Although the first facilities
fulided under this program have now become operational. it will he several years
before the siwcialists trained in the faeilities will begin to have a significant
impact on services for the ret a rded.

In the course of developing the plans for these facilitiesof which 18 have
now been approved and funded under the actimportant lessons have been
learned. It has become especially clear that the proper approach to mental re-
tardation, like many of today's complex problems. requires the application of a
variety of skills exercised ill concert. Professional training of people to attack
this problem must include not only skills traditional to their respective disciplines,
but also techniques of professional teamwork and cooperative action by persons
of diverse tra ining and background.

In addition, there is an urgent need for training new kinds of personnel to
meet the critical shortage in our existing system of care for the mentally re-
tarded. We must encourage the development of new types of professionals and
subprofessionals, who may be able to provide even better services for the retarded
in many respects than the presently established disciplines are able to provide.

For all of the reasons I have mentioned, the time has come to create new mni
more comprehensive approaches to the problems we first began to attack in the
1963 legislation. Some of these approaches are proposed in the Developmental
Disaidlities Services and Facilities Construction Act of 1969, which I am intro-
ducing today.

In essence, the bill would assist the States in planning and carrying ont a coai .
prehensive program of facilities and services for persons suffering from mental
retardation or other serious chrollie mental or physical disabilities originating
in childhood. Such disabilities are referred to ill the Act as "developmental dis-
abilities." The bill would provide broad grants for the establishment, extension,
improvement, and supplementary support of services, facilities, and training
needed for the care and trea t meld of persons wit h Snell disabilities.

In particular, title I of the bill would :
Assist the States in preparing and implementing comprehensive plans for the

care and treatment of persons suffering from mental retardation or a. broad range
of other developmental disabilities;

Provide resources for improving residential care for the retarded, as recom-
mended by the President's Committee on Mental Retardation;

Permit States to apportion parts of their grants among several State agencies,
whiell may share the responsibility for implementing the State plan;

Permit State agencies to combine grant funds with other program funds, where
proportionate benefit to the developmentally disabled will result ; and
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Permit the States to adopt a wide variety of modes of funding their projects,
including grants to voluntary organizations and universities.

This portion of the bill would Ruthorize appropriations of $100 million for
tiscal year 1971, $150 million for fiseai year 1972, $200 million for fiscal year 1973,
$250 million for fiscal year 1974 and. $250 million for fiscal year 1975.

Title II of the bill would extend for 5 yearswith annual authorizations at
the present level of $20 million per yearthe authority for Federal grants for
construction of university-affiliated facilities for the mentally retarded and
persons with related neurological handicaps. Such facilities would be established
hi conjunction with programs for the training of personnel for the diagnosis,
education, cam training, and treatment of personnel for the diagnosis, educa-
tion, care, training, and treatment of the retarded. The bill would further modify
the existing law by placing greater emphasis on the interdisciplinary character of
these training programs.

In addition, title II provides that grants for such facilities may be used to
pay part of the basic costs of administering and operating the facilities. If
Federal support for these basic costs can be reliably assured, the facilities will
be able to attract better support from the communities and the State agencies
they serve, as well as from Federal agencies with established responsibilites
for professional manpower development in related disciplines. Title II au-
thorizes the appropriation of a total of $73 million for this purpose over a 5-year
period.

I tun hopeful that the 'proposed legislation will give us new determination
to attack the problems of the mentally retarded 'and those with other develop-
mental disabilities. For too long, we have been content with inadequate guestures
in this vital field. I look forward to the coming hearings and debates on this
and otanr legislation as a fresh opportunity for us in Congress to examine our
present efforts and establish creative new programs for the future. -

Senator KENNEDY. At the outset, let me say that I appreciate the
assistance and cooperation of Senator Yarborough, the distinguished
chairman of this subcommittee, in allowing me to go forward with
the preparation of these hearings during his official absence from
the Senate on an important international mission.

Senator Yarborough and I, along with each of the other members
of this subcommittee, share a strong and deep commitment to the
cause of providing a better life for those afflicted with mental re-
tardation and other developmental disabilities.

We look forward to these hearings as a major step toward establish-
ing a more effective Federal program for the future.

At this point, I would like to include as part of the record an
opening statement prepared by Senator Yarborough for these hearings.

PREPARED STATEMENT OP HON. RALPH YARBOROUGH, A U.S.
SENATOR PROM THE STATE OP TEXAS

In 1963 the Congress passed the Mental Retardation Facilities Con-
struction Act, as part I of a combined mental health-mental retarda-
tion billPublic Law 88-164. Although the two parts of this bill
were somewhat similar in format, their origins were quite differnt. The
mental retardation portion was the direct result of the woik of the
President's Panel on Mental Retardation, appointed by President
Kennedy in 1962.

This body found an appalling shortage of appropriate residential
and nonresidential facilities for the mentally retarded, both children
and adults. It also saw the need for new approaches to training person-
nel to work with these handicapped people, to diagnose their difficul-
ties, treat their disorders, train their crippled minds, cultivate their
potentials for rewarding activity, and counsel their bewildered fam-
ilies. To make the work of the professionals more effective, the Presi-
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dent's Panel also recommended the establishment of special research
centers, where the differing skills of many people can be focused on
the basic i-,nknowns of mental retardation, such as the causes of mon-
golism, the effects of malnutrition on the unborn baby, the best meth-
ods of teachino. language to those who do not learn to speak at the
normal time inthe normal way, the ways to modify the inappropriate
behavior that stands in the way of a retarded child's progress, and
the best way to group children in a residential facility.

Congress addressed itself to these recommendations with zeal in
the 1963 legislation. This act, authorized. Federal aid for construction
of (1) community facilities for the retarded, (2) exemplary facilities
for the diagnosis, care, treatment, and training of retarded children
in conjunction with university programs to Frain professional per-
sonnel, and (3) mental retardation research centers.

For 3 fiscal years-1965 through 1967the, Congress gave full and
enthusiastic support to these three complementary programs. After
a dozen research centers were funded, the construction authority was
allowed to lapse. The university affiliated facility program was re-
newed in 1967, but has been ii nder funded since then. Budgetary strin-
gencies also forced curtailment of the 'community facilities program,
despite the increasing demand around the country ; a demand result-
ing from a. peaceful mobilization of concerned citizens in all SO States
who were and are eager to right the wrongs to a long-neglected seg.
ment of our population.

We did, in 1967, belatedly provide a staflim; provision to comple-
ment these community construction ()Tants. Some 285 applications
requesting Federal funds totaling $1474 million for the first year of
operation were received against an $8.3 million appropriation for
1969.

All in all, we have made possible 12 research centers, 19 university
training programsout of sonie 60 proposedand approximately
300 community facilities.

To the construction of these connnunity facilities we have obligated
only $56 million Federal dollars in 5 years, only a trifle more than
the President's Panel recommended we put up for each one of 10 years,
and less than one third of the total cost of these facilities.

Clearly this work, well begun, is far from finished. Yet all this sig.
nificant legislation will expire in less than a year.

Responsible State agencies estimate that projects requiring an
estimated additional $100 million in Federal funds nationwide are
awaiting development pending the availability of Federal support.

The President's Committee on Mental Retardation, created as an on-
going body in 1966, highlighted the problems of inadequate residential
care for the retarded in its report. MR 68. At least 50 percent of the
country's institutionalized retarded live in functionally inadequate
buildings whose averaoe age is 44 years. The staff is overworked, un-
derpaid, and often ine.ffectively used because of inadequate training.
Waiting lists for admission of retarded children and adults are long.

Sonie helpful impact has been felt as small islands of innovation
Wye been created under the Federal programs called and
HISThospital improvement program and hospital insemice train-
ing. These programs are operated on a project grant basis. For the
past 3 years, less than $9 million has been appropriated annually.



32

As a result, scarcely more than half the public institutions for the
retarded in the country are benefiting from each, in this, the sixth
year of the program.

The President's Committee reconunends that funds be made avail-
able to all public institutions on the basis of a State plan for bringnig
present institutions up to standard and developing new types of local-
ized residential facilities which will not have the dehumanizing char-
acteristics often associated with large, remote hospitals. It is time to
move from an underfundtd project approach to a realistic formula
ffrant approach which includes a direct attack on the problem of
inadequate residential care.

The magnitude of the need was already enormous in 1963. The extent
of it was better brought home to State officials and responsible citi-
zens by the comprehensive mental retardation planning effort under-
taken in every State dnring 1965-68, with Federal support and encour-
agement. Each State now has a dearer view of its problems and a
clearer idea of its own priorities, and of the steps it mist take to
meet them. In many States, new agencies have been created within a
State government to spearhead the new efforts, to assume increasing
commitments and displa.y more effective and diversified capabilities
in directing their own State pmgrams.

At the same time, it, is being increasingly recognized that mental
retardation is frequently associated with other kinds of developmental
disabilitysuch as cerebral palsy, epilepsy, congenital malformation,
sensory disorders, and the likeand, further, that even the normally
intelligent among children and adults with these disorders often have
similar problems of special care, training, treatment and living ar-
rancrements. They are part of a continuum of disability. Like the
retarded, they frequently have certain urgent needs which are not

iencompassed n any of the Federal programs of which we boast,
because they are too young or too old or too handicapped.

For all of.these reasons, the time has come to propose new and more
comprehensive approaches to the problems of those afflicted with
developmental disabilities. I believe that the Developmental Disabili-
ties Services and Facilities Construction Act of 1969, introduced by
Senator Kennedy, and which I cosponsored, deserves the support of
all of us. I congratulate Senator Kennedy for his initiative in this
area and pledge my full support in behalf of S. 2846, the Develop-
mental Disabilities Services and Facilities Construction Act of 1969.

Senator KENNEDY. Our first witness today will be a group of three
distinguished representatives of the Department of Health, Educa-
tion, and Welfare, who will testify on the status of current Federal
programs for the retarded, and present the administration's recom-
mendations with respect to the pending legislation.

The second witness will be Dr. William Gibson, of Ohio State Uni-
versity, who will testify with special reference to the Federal pro-
gram for.university-affiliated facilities for the retarded.

The third witness will be Mr. Sherwood Messner, of the United
Cerebral Palsy Associations, who will be accompanied by Mr. Ernest.
Weinrich. Mr. Weinrich, who is moderately disabled by cerebral
palsy, understands the problems of the severely retarded, and will
speak for them at. these hearings, since they cannot, speak for them-
selves.
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Tim fourth witness will be the Reverend Damien O'Shea, of W4:t-
ville Grove, N.J., who will testify with respect to the role of private
nonprofit institutions in the Federal program.

The magnitude of the problem of mental retradation and develop-
inmital disabilities is enormous. Today, there are 6 million retarded
persons in the Nation. Mom than 125,000 babies are born each year
who are, or will become, mentally retarded.

Together with their families, the retarded make up nearly 10 per-
cent of our national population ; and the cost. of their care is several
billions of dollars each year.

The challenge we face is immense, and we must make our resources
equal to the task.

Mr. Black, yon are the first witness, would you please proceed.

STATEMENT OF CREED C. BLACK, ASSISTANT SECR.ETARY FOR
LEGISLATION, HEW; ACCOMPANIED BY JESSE STEINFELD,
DEPUTY ASSISTANT SECRETARY FOR HEALTH AND SCIENTIFIC
AFFAIRS, HEW; ROBERT SASLOW, M.D., CHIEF, DIVISION OF
MENTAL RETARDATION, REHABILITATION SERVICES ADMINIS-
TRATION, SRS; AND EDWARD NEWMAN, PH. D., COMMISSIONER,
REHABILITATION SERVICES ADMINISTRATION, SRS

Mr. BLACK. Thank you, Mr. Chairman. We appreciate your wel-
come. In addition to Mr. Newman and Dr. JasThw, I have with me on
my right, Dr. Steinfeld, Deputy Assistant Secretary for Health and
Scientific Affairs.

It is a privilege to appear today to testify on the progress that has
been made under the Mental Retardation Facilities Construction Act
and proposals for its extension and amendment.

This legislation, as you know, was initiated in 1963 with the objec-
tives of stimulating the development of needed manpower, research,
and a network of facilities for the delivery of services to the mentally
retarded. In the years since 1963, progress toward those goals has been
significant.

Under the community ment al retardation facilities program (part
C), for example, 297 projects have been approved. When completed,
they will make available modern and efficient facilities to provide
sermes to 30,000 persons who were not being served at all and im-
proved services to another 45,000 persons.

When the present authorization expires on :Time 30, 1970, about 67
other facilities will have been funded, which when completed will
provide services to 15,000 more persons.

Comparable progress has been recorded under the program of ini-
tial staffing grants for community mental retardation facilities, which
was added to the act by the Mental Retardation Amendments of 1967.
These grants are available to assist in the initial staffing of both new
facilities and new services in existing facilities..

To date, 237 projects have been funded, providing support for staff
to serve over 60,000 retarded. It is expected that by June, 1970, when
the present authorization expires, 468 projects will have been funded,
providing staff to serve more than 120,000 retarded M their home
communit ies.
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The third major effort financed under this act is the university-affiliated facilities program (part B), which provides grants to as-sist in the construction of facilities affiliated with universities or col-leges which offer interdisciplinary training based on exemplarymodels of comprehensive services to the mentally retarded.
The university-affiliated centers are a major resource for training

professional and technical personnel needed to work with the mentally
retarded, such as physicians, social workers, nurses, psychologists, spe-cial educators, therapists, and rehabilitation specialists.

Through 1969, 18 project have been approved and funded ; six havebeen completed and eight, more should be completed within the next12 to 18 months.
The facilities are coordinating their activities with other commu-nity programs, and with State residential programs for the retarded.As a broad resource for specialized traming,.continuing education,and the provision of exemplary service in complex eases, they fill arole in the system of mental retardation services similar to that of theteaching hospitals in the health field or the research and training cen-ters in the field of vocational rehabilitation.
Before turning from this brief summary of results thus far to dmquestion of where we go from here, Mr. Chairman, I think it is im-portant that we put this particular legislation into the broader con-text of our department's total activities in the mental retardation area.As the members of this committee are no doubt aware, the Mental

Retardation Facilities Construction Act is but one part of a muchlarger effort which spans the entire Deparment of Health, Education,and Welfare.
The impressive scope of these depaItmentwide activities was de-scribed in a report prepared earlier this year for the House Appro-priations Subcommittee by the Secretary's Committee on MentalRetar dation.
With your permission, I should like to submit a copy of the com-plete report for the record of these hearings and summarize it brieflyfor the purposes ofour discussion today.
(The report referred to follows:)

40
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MENIAL RETARDATION ACTIVITIES

OF THE U.S. DEPARTMENT OF HEALTH,

EDUCATION, AND WFLFARE

Prepared by Secretary's Prepared for House
Coanittee on Mental Retardation Appropriat ions Subcommit tee

January 10, 1969
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SUMMARY OF MENTAL RETARDATION ACTIVITIES

The 1969 Appropriations Act of the Department of Health, Education, and
Welfare makes available over $507., 963 million for mental,retardation program
activities in the current fiscal year. Of this amount $151000 is to be used for
income maintenance of peraons who are mentally retarded. 1/

The mental retardation activities of the Department have been arranged
according to the following categores: preventive services, basic and supportive
services , training of personnel, research, construction, and income maintenance.

Preventive Services

Preventive services are defined as those services rendered as a part of
programs designed to reduce the incidence of mental retardation. The major pro-
grams in this area are administered by the Children's Bureau, Social and Rehabili-
tation Service. Maternity and Infant Care Projects support programs which provide
necessary health care to prospective mothers in high risk populations. By

December 1968, fifty-threesuchprojects were in operation. Grants which support
screening programs for phenylketonuria (PKU) and other metabolic diseases also
are awarded by the Children's Bureau. As of December 1968, forty-three States
had enacted laws related to PKU, most of them snaking screening for this disorder
mandatory.

The Public Health Service carries on preventive services in relation to the
health services provided beneficiaries of the Service.

Basic and Supportive Services

Basic and supportive services are defined as those services rendered to or
for persons who are mentally retarded.

State health departments, crippled children's agencies and State welfare
agencies use funds administered by the Children's Bureau for programs designed
tos increase the health and welfare services available to the retarded, enlarge
existing mental retardation clinics by adding clinic staff, increase the numer
of clinics, begin evaluations of children in institutions, extend screening pro-
grams, provide treatment services for physically handicapped retarded youngsters,
increase inservice training opportunities, and provide homemaker and other care
services for the mentally retarded.

The mentally retarded receive a variety of services through the vocational
rehabilitation program supported by the Rehabilitation Services Administration:
medical diagnosis, physical restoration, counseling and testing during the re-
habilitation process, assistance in job placement and follow-up to insure
successful rehabilitation. Public Law 90-391, "Vocat ional Rehabilitation Act
amendMents of 1969," will assist in the rehabilitation of additional mentally

retarded persons to productive life.

The Health Services and Mental Health Administration,in conjunction with
the Division of Mental Retardation, Rehabilitation Services Administration, sup-
port projects for the retarded which have service components of well integrated

1/ A Table of Obligations for Fiacal Years 1966-1968 is included on page 65.
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comprehensive health programs.

The Division of Mental Retardation through its initial staffing grant program
it: able to provide part of the initial cost of professional and technical personnel
in the operation of new facilities or new services in existing facilities for the
retarded. Over $8 million was appropriated in fiscal year 1969 for this program.

In addition, the Division of Mental Retardation also supporta two programs
directed at improving the quality of State institutional care and treatment for
the mentally retarded. These programs are the Hospital Improvement and Hospital
Ineervice Training Programs.

With the enactment of the Elementary and Secondary Education Act of 1965
(P.L. 89-10) and its subsequent amendments, has come a number of new programa and
services for the mentally retarded. The mentally retarded have especially bene-
f itted from the provisions of Title VI of the aforementioned act, which provides
opportunities for local school districts to develop new and creative programs for
all handicapped children.

Training of Personnel

Training programs form an integral part of moat of the mental retardation
programs of the Department. These programs include support of professional prepa-
ration in the following areas: research training in the basic and clinical bio-
logical, medical and behavioral sciences; training of professional personnel for
the provision of health, social and rehabilitative services for the mentally
retarded; inservice training of workers in institutions for the mentally retarded;
teachers and other education personnel related to the education of mentally
retarded children; and training of personnel in recreation and physical education
activities for the mentally retarded and other handicapped children.

Research

The National Institutes of Health estimates that more than $21,501 million
will be devoted in fiscal year 1969 to the support of research related to mental
re t ard at ion.

The Office of Education administers a program of grants for research and
demonstration projects in the field of education of mentally retarded and other
handicapped children, and projects related to the application and adaption of
conxnunications media to educational problems of the mentally retarded. Title V
of Public Law 90-170 provides for grants for research or demonstration projects
relating to physical education or recreation for mentally retarded and other
hand icapped chi 1 dren.

The Social and RehabiliCation Service supports selected demonstration projects
that seek to coordinate community resources for the mentally retarded. Particular
attention is given to coordination between special education and vocational re-
habilitation agencies. Rehabilitation Research and Training Centers for the
mentally retarded provide for the diagnosis, evaluation, treatment and training,
vocational counseling and placement of the mentally retarded.

Reaearch grants administered by the Children's Bureau support projects
directed toward the evaluation of programs and improving the development, manage-
ment and effectiveness of maternal and child health and crippled children's services.



38

Construct ion

The university-affiliated facility and the community facility construction
programs are administered by the Rehabilitation Services Administration.

University-affiliated facilities for the mentally retarded provides for
training of physicians and other professional personnel vitally needed to work
vith the mentally retarded. Fourteen applications have been approved and funded
under this program.

To date 175 projects for the construction of cormunity facilitiee for the
mentally retarded have been approved. The facilities constructed under this
legislation will include a variety of services: diagnosis, treatment, education,
training or care of the mentally retarded, including sheltered workshops.

Income Maintenance

The Social and Rehabilitation Service administers the five federally-supported
public assistance programs. These programs assist children who are deprived of
parental support or care, the needy aged, the medically indigent aged, the needy
blind, and the permanently and totally disabled. Mental retardation itself is an
eligibility factor only in the category of aid to the permanently and totally
disabled.

The social security program, administered by the Social Security Administra-
tion, contributes to the maintenance of the mentally retarded through the payment
of monthly benefits to eligible recipients.
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HEALTH SERVICES AND
MENTAL HEALTH ADMINISTRATION

Introduct ion

The Health Services and Mental Health Administration provides leadership and
direction to programs and activities designed to improve physical and mental
health services for all the people of the United States and to achieve the devel-
opment of health care and maintenance systems adequately financ1zd, comprehensive,
interrelated and responsive to the needs of individuals and foijib4ies in all
socio-economic and ethnic groups.

More specifically, the Health Services and Mental Health Administration
collects, analyzes, and disseminates data on births, deaths, disease incidence,
health resources, and the state of the Nation's health. It plans, directs and
coordinates a national effort to improve the physical health of all Americans
through the development of services to promote and sustain physical health, pre-
vent physical illnesses and provide care and treatment for physically ill persons.
And, similarly, it strives to improve mental health by developing knowledge,
manpower and services to promote and sustain mental health, prevent mental illness
and treat and rehabilitate mentally ill persons.

I. Preventive Services

A. Prevention of Organically-based mental retardation

The prevention of mental retardation caused by organic factors is best
accomplished by continuous, comprehensive, and high quality medical care of preg-
nant women and their offspring throughout the prenatal, perinatal and postnatal
periods. The andian Health Service, through its efforts to provide exemplary
medical care to its beneficiaries, is reducing the incidence of organically-based
mental retardation as well as the wide variety of other diseases and conditions
in mothers and infants which the state of the art in medicine now makes at least
partially controllable.

In addition, certain services in prenatal and postnatal care and in family
Planning are also offered to persons who qualify under communitrcooperative
Programs or the Federal Health Programs Service.

In the 48 Indian Health Service general hospitals which operate obstetrical
services, comprehensive prenatal and neonatal care is given specifically to reduce
the incidence of mental retardation. Phenylketonuria (PKU) tests are performed on
all newborn infants, and infants with a depressed Apgar score or who are pre-
maturely born are evaluated for PKU or other evidence of brain damage.

Both the Indian Health Service and the Federal Health Programs Service pro-
vide comprehensive medical care during prenatal, perinatal and postnatal periods.
In the Federal Health Programs Service patients of the Federal Health Programs
Service who may need specific information on genetic studies or genetic counseling
are referred to other agencies for such help; whereas the Indian Health Service
attempts to provide genetic counseling when it is indicated.

The Indian Health Service has increased the dumber and frequency of maternal
clinics for Indian mothers during the prenatal period and has also expanded its
measles imunization program for Indian and Alaska Native children, to help pre-
vent the measles encephalitis which has a high residual of brain damage of which
mental retardation can be one of several adverse consequences.
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The Indian Health Service continues to develop its PICO blotmd screening pro-gram concurrently with the development of laboratory facilities by States in whichtheir facilities are located. Individual Indian Health Area Offices cooperatewith State and local health departments and regional of f ices in planning mentalretardation programs made possible through grants-in-aid funds from the Children'sBureau. Also, the Indian Health Service is working with the Children's Bureau todetermine the best utilization of the professionally trained nurse-midwife in theprevention of mental retardation through improved care of expectant mothers andnewborn infants.

Recent studies have indicated the value of child-spacing as a measure toprevent mental retardation. An active family planning program is conducted by theIndian Health Service. Family planning assistance, as one phase of the healthand welfare continuum is much broader than birth control and includes infertilityservices as well as the promotion of responsible parenthood. In this broad con-cept it is implemented in the Indian Health Service. Since the inception of thefamily planning program in fiscal year 1965, 21,477 female Indian beneficiarieswere provided with birth control services (28.5 percent of female Indian bene-f iciaries 15-44 years of age). In fiscal year 1968, 11,200 women were renderedbirth control services with 23,800 visits to physicians.
The National Communicable Disease Center through its MeaslesImmunizationProgram has all but eliminated this once common childhood disease. In fact, bythe end of 1968 over 30 million children had been vaccinated against measles.Measles morbidity is now less than one-tenth of that reported only two years ago,and with the current emphasis on improved measles surveillance, the actual decreasemay be considerably greater. As a corollary to the near eradication of this dis-ease, the problems of meaales-associated encephalitis and mental retardation arealso diminishing.

The Immunization Program of the National Communicable Disease Center has pro-vided the leadership of the national measles eradication effort. Working through72 grant-assisted State and local health department projects which serve over 90percent of the nation's population,
the Immunization Program has collaborated withnumerous health agencies in conducting community-wide measles immunization cam-paigns, and in establishing more effective infant immunization programs. It isconservatively estimated that 25 million cases of measles, 25 thousand cases ofmeasles encephalitis, and over ten thousand cases of mental retardation have alreadybeen prevented. Aside from the immeasurable humanitarian benefits accrued fromreduced suffering, the economic benefits resulting from reduced health care costsand from savings in educational time and funds lost through school absenteeism,have already far exceeded and more than justified the funds initially appropriatedfor this effort.

B. Prevention of functionally-based mental retardation
As part of the ongoing comprehensive health program on Indian reservations,mental health projects include prevention, detection, and treatment planning forfunctional mental retardation. The Indian Health Service is cooperatively workingwith Head Start Program throughout all of its areas.

II. Basic and Supportive Services
A. Foreign Quarantine Program, National CommunicableDisease Center

This program has worked closely with other Federal agencies and voluntarygroups to make the best possible arrangements for the reception and treatment ofthe mentally retarded coming to this country as immigrants.
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Mental retardation is one of the conditions specified in the Imigration and
Nationality Act causing an alien to be considered ineligible to receive a visa
except under waiver. The program is responsible for the review of findings in
such cases and the decision on the suitability of proposed care.

For those mentally retarded aliens admitted to the United States, the Service
is responsible for complete reports and review of arrangements for treatment in
this country. A record is then kept covering the first five years of the indi-
vidual's treatment in this country, which must be provided in institutions or
special facilities approved by the Public Health Service. Semi-annual reports
showing kind of treatment and progress made are required and kept on file at the
Quarantine Station in New York.

B. Medical and Social Services for American Indians

Medical services and medical social services are provided either directly,
under contract, or through State Crippled Children's Services to all Indian
beneficiaries discovered to be mentally retarded.

Because of cultural barriers and transportation problems, case-finding con-
tinues to be a major problem in this area.

III. Professional Preparation

A. Indian Health Training Programs

The Indian Health Service conducts physician residency training programs in
pediatrics in its hospitals at Phoenix and Anchorage. This includes clinical
training in the prevention, diagnosis, treatment, and rehabilitation of mental
re tardation.

The Indian Health Service continues to provide both in-service and out-
of-service training in maternal and child health nursing to ensure continuity
of service from hospital to home and community. An average of 12 nurses are

trained each year. The Indian Health Service continues to develop and use coor-
dinated teaching guides for hospital and public health nursing personnel,
designed as aids in teaching and good health practices to maternity patients and
their families.

B. Education and Training Efforts by the Bureau
of Health Services

Coping with mental retardation among its legal beneficiaries is only one of
the many health responsibilities for sahich Bureau of Health Services personnel
must be prepared; nevertheless, several aspects of the Bureau's training program
are clearly relevant and important to the attack on mental retardation.

Post-graduate training programs in Public Health Service Hospitals include
rotating internships, and residencies in internal medicine and obstetrics which
involve maternal and pediatric clinical training and the diagnosis and treatment
of mental retardation as it arises in the patient population. Research training
is conducted in metabolism and endocrinology, disciplines basic to some forms of
mental retardation.

C. Training Efforts of the National Institute of
Mental Health

The President's Committee on Mental Retardation recommends "greatly expanded"
support and increased effort " . . . to attract scientists and professional

/17.
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specialists in

education,
the medical

and
behavioral

sciences and
related fields

into
research and

service . . ." Since
the

Inservice
Training

Program in
Mental

Retardation has been
transferred

from the
Institute, the

National
Institute of

Mental
Health

supports
no training

program
specifically

focused on the
field of,

retardation.
A number of

programs,
however,

incorporate
some emphasis

on the

area.
Residency

training in basic
and child

psychiatry, for
example,

includes

education
in mental

retardation as a
standard part of the

curriculum. Also,

training in
psychiatric

social
work and

other
behavioral

science areas
includes

field
or classroom

work in
mental

retardation.
The

training
programs

vary widely
in mission and

content,
Psychiatric

residencies
include

training
in intake,

diagnostic, and
evaluative

studies of the

retarded, as well aa

psychotherapeutic
work with the

emotionally
disturbed re-

tarded and
their

families.
Pre- and

post-doctoral
training

in clinical
and school

paychology
includes

instruction as well.It should
ba noted

that the
subject of

retardation is an
element in all

under-

graduate
nursing

education and in
moat of the

curricula
integrating

psychiatric

and
behavioral

science
concepts.

In
summary,

mental
retardation is a

multifaceted
program

area which
incor-

porates many of the
Institute's focal

concerns such
as the

study and
remediation

of
learning

difficulties,
cultural

deprivation,and the
enhancement

of optimal

development. The
breadth and

ramifications
of mental

retardation
research makes

it
critical to the

extension of
knowledge in the

mental
health field.

D.
Partnership

for Health
Training

Activities

The
Partnership for

Health
Amendments of 1967

(P.L.
90-174)

through
Section

314(c)
authorized

project
grants for

training,
studies, and

demonstrations in

health
planning.

Public and
nonprofit

agencies and
organizations

are eligible to

apply for such
support.

During the
fiscal

year 1969,
$1,410,000

was obligated

through the
Partnership

for Health
Program

for mental
retardation

training

activities.

IV.
Research and

Develoyment
Activities

A.
Research

Related to

Organically-Based
Mental

Retardation

A pilot
project

conducted by the
Indian

Health
Service in

cooperation with

the
Bureau of

Indian
Affairs

utilizes an

interdisciplinary
approach

to identify

both
organically and

functionally
retarded

children. The
medical,

psychological

and
sociological

screening of these
children

provides
a diagnostic

basis for

determination of
required

medical
treatment and

specialized
curriculum to meet

individual
learning needs.

In fiscal
year 1970,

this will be
expanded

and will

be
involving a number

of medical
schools

located near
reservations,

A study
recently

completed on the
White River

Reservation
showed

a correla-

tion
between

cultural
and social

problems and
incidence of

prematurity, which

frequently
accompanies

mental
retardation.A five-year

study of
American

Indian
Congenital

Malformations,
carried out

jointly by
the Indian

Health
Service and

the Human
Genetics

Branch of the
National

Institute of Dental
Research, is in

its fourth
year. When

completed,
the atudy

will
supply

data that
will help

to evaluate
congenital

defects
in relation

to

total
health

status of the
Indian.

it will
also help

to identify
high

frequencies

of
specific

defects due to
causes which

can be
remedied,

and will
make

possible

racial
comparisons of

congenital
defects which are of basic

genetic
interest in

trying to
determine the

etiology of these
defects.
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A long-term study of a group of 643 Alaskan Eskimo children born between 1960
and 1962 is continuing under the joint aponsorahip of the Arctic Health Research
Laboratory and the Indian Health Service. A recent report on the growth, morbidity
and mortality of these children wee presented at the American Public Health
Association meeting November 13, 1568.

B. Research Concerning Functional Mental Retardation,
National Institute of Mental Health

Over the past decades, the National Institute of M-ntal Health (NIMH) has
supported a broad range of research and training projects in the field of mental
retardation. In the past several years, new and reorganized agencies within the
Department of Health, Education, and Welfare have enlarged their programs in
mental retardation, absorbing a variety of NIMH efforts - particularly in the
areas of demonstrations, inservice training and basic research in child develop-
ment. Suamarized below are those research and training programs which remain as
part of the Institute's overall mental health mission.

In the report MR 68: The Edge of Change, the President's Committee on Mental
Retardation recommends ". . . intensification of research in the social and other
behavioral sciences . . ." to isolate and def ine social and cultural factors in
mental retardation (p. 25). The current NIMH research effort in retardation is
consonant with this recommendation, falling into three categories: (1) studies of
learning, with careful attention to the special learning problema of the retarded;
(2) analyses of the effects of cultural and social deprivation; and (3) studies of
the behavioral and biological aspects of retardation which relate to mental health
and i llness.

In the area of learning, investigators are conducting a variety of analyses
of the learning process as it operates among the mentally retarded, with a view
toward identifying those interventions and those techniques which may facilitate
the learning process. Such variables as attention span, capacity for retention,
distortions of perceptIon and visual discrimination are being scrutinized to in-
crease the retardate's ability to absorb and profit from his experiences, and to
facilitate his intellectual and social development. A specific goal of this work
is to develop improved teaching methods. For example, automated teaching tech-
niques are being used in several studies, focusing on programed learning to
develop reading and other skills. Although a number of programs involve attempts
to help already damaged children, a primary emphasis overall is the prevention of
retardation in high risk populations.

In studies of cultural and social deprivation, investigators are defining
the role of poverty, inadequate schooling and community disorganization in causing
or contributing to various forms of mental retardation. The aim here is to provide
new training and educational approaches for culturally handicapped children; to
teach improved child-rearing practices to parents in deprived areas; and to modify
attitudes of fear and rejection of the mentally retarded among those who are them-
selves economicall.y and culturally deprived. Approaches range from broad inter-
disciplinary efforts to establish controlled therapeutic settings, to the develop-
ment of skills ouch as operant conditioning among those who attempt to teach the
retarded self-sufficiency, selfcontrol, and social adjustment.

In studies of behavioral and biological aspects of retardation, investigators
are concerned with developing improved techniques for diagnosing and treating
those psychological and physical abnormalities found among the retarded. A major
issue here is the degree to which emotional factors contribute to retardation -
the role of psychopathology and personality disorganization in the retardate's
patterns of functioning. As in the case of such disorders as schizophrenia, the
relative contribution of biological, social, and psychological factors remains to
be accurately defined.

38-101 0 - 70 - 4
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V. Construe tion

A. Community Mental Health Centers

. Public Law 88-164, passed in 1963, authorized the NMI to finance up to two-
thirds of the cost of construction of new facilities or renovation of existing
facilities for a community mental health center. Related legislation passed in
1965 authorized the tam to make grants over a 51-month period to community mental
health centers to cover part of their cost of professional and technical personnel.
To be eligible for either construction or staffing grants an applicant must pre-
sent a plan for providing a program of at least five essential services of a
community mental health center, namely, itnpatient, outpatient, partial hospitaliza-
tion, emergency, and consultation and education. These must be offered in a
comprehensive and integrated fashion to the center's community, defined as a
catchment area of 75,000 to 200,000 persons. These centers, in which the mentally
retarded are eligible to receive treatment and services, serve as the nucleus of
the National Mental Health Program.. Working in unison with other facets of the
national programs in mental retardation and mental health, the NIMH assists States
and communities to achieve co:ni rehensive treatment in the conmunity for all who
need it. Prevention of mental illness in the comunity is also one of the major
objectives of the centers.

Institute data reveal, for example, that nationally, an estimated four
million children under the age of 14 are in need of some kind of psychiatric help
because of emotional difficulties. Other estimates are that from 10 to 20 percent
of school children show symptoms indicative of pathology which require at least
preventive mental health services.

Since the passage of the Community Mental Health Centers Act, the NMII has
supported the development of hundreds of community mental health centers in 49
States, the District of Columbia, and Puerto Rico. The services and programs of
many of these centers extend to and include mentally retarded persons. Seventeen
percent of the centers funded so far are located in cities of a half-million or
more persons; 50 percent are in cities of 25,000 to 500,000, and 33 percent are in
cities of 25,000 of less. Centers have been funded that will serve 21 percent of
the 500 poorest counties in the United States.

VI, Other Activities

A. Partnership for Health

The Partnership for Health Amendments of 1967 (P.L. 90-174) expanded and ex-
tended through fiscal year 1970 ate authorizations contained in Sections 314(a),
(b),(c),(d), and (e) of the Public Health Selrvice Act, as amended by P.L. 89-749.
Grants under Section 314 are administered through the DREW Regional Offices.

1. Section 314(a) authorized formula grants to States for comprehensive
health planning, which would include mental retardation, among other physical,
mental, and environmental health concerns.

2. Section 314(b) authorized project grants for areawide comprehensive health
planning (including mental retardation). Public and nonprofit private agencies
or organizations are eligible to apply for such support.

3. Section 314(c) authorized project grants for training, studies, and
demonstrations in health planning. Public and nonprofit private agencies and
organizations are eligible to apply for such support.
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4, Section 314(d) authorized formula grants to States for public health and
mental health services. Mental retardation programa may be supported in accord
with a States plans for health services or mental health services.

5. Section 314(e) authorized project grants for health services development.
Public or nonprofit private agencies, institutions or organizations are eligible
to apply for such support. Mental retardation projects (including related train-
ing) should be for service components of well-integrated comprehensive health
services programs. Highest priority will be given to project applications which
provide previously unavailable special health services to the mentally retarded or
their families as integral parts of programs for rodel cities, ghettos, neighbor-
hood health centers, family planning, or coordinated health programs.

Since 1964 a mental retardation information activity has been operated as part
of the National Clearinghouse for Mental Health Information. Because knowledge
about mental retardation comes from many scientific disciplines and professions,
this service will improve both reaearch and practice and thus have a decided

.effect on the prevention and treatment of mental retardation.

To maintain this service, the National Clearinghouse for Mental Health Infor-
mation has had until September 1968, a contract with the American Association on
Mental Deficiency to collect current literature on mental retardation, write
informative abstracts, index the literature in depth, compile annotated biblio-
graphies on special topics and prepare critical reviews.

From 1964 to '1967 a total of 12,500 current articles, books and monographs
were collected, abstracted and indexed in the Clearinghouse system. To provide
a more extensive coverage of information for retrieval purposes, an additional
3,500 indexed abstracts of documents published from 1957 through 1963 were added
to this system.

Special annotated bibliographies have been prepared on: (1) Prograrmned In-
struction for the Retarded; (2) Literature for Pdrents; (3) Application on the
Stanford-Binet and Wechsler Intelligence Scales with the Mentally Retarded;
(4) Nursing and Mental Retardation; (5) Family Care and Adoption of Retarded
Children; (6) Psychotherapy with the Mentally Retarded; (7) Recreation for the
Retarded; (8) Counseling Parents of the Mentally Retarded; (9) Sheltered Workshops
for the Mentally Retarded; (10) Films on Mental Retardation; (11) Psychopharma-
cological Therapy with the Mentally Retarded; (12) Electroencephalographic Studies
Relating to Mental Retardation; (13) Hydrocephalus; (14) Mental Retardation and
Religion.

Review articles and critiques have been prepared on: (1) Mental Retardation;
Definition, Classification, and Prevalence; (2) Research on Linquiatic Problems
of the Mentally Retarded; (3) Attendant Personnel: Their Selection, Training, and
Role; (4) Research on Personality Disorders and Characteristics of the Mentally
Retarded; (5) Effects of Severely Mentally Retarded Children on Family Relation-
ships; (6) Factor Analysis and Structure of Intellect Applied to Mental Retarda-
tion; (7) Counseling Parents of the Mentally Retarded; (8) Genetic Aspects of
Mental Retardation; (9) Instrumental Learning in Mental Retardates; (10) Voca-
tional Rehabilitation of the Mentally Retarded: The Sheltered Workshop; (11) Rela-
tionships Between Educational Programs for the Mentally Retarded and the Culturally
Deprived; (12) A Decade of Research on the Education of the Mentally Retarded.

The abstracts, annotated bibliographies and reviews appear in the quarterly
journal, Mental Retardation Abstracts, which is distributed gratis to approximately
7,600 individuals engaged in research and practice in mental retardation and is
also for sale by the Superintendent of Documents.

7.1
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In September 1968 the Division of Mental Retardation, Rehabilitation Services
Administration, Social and Rehabilitation Service, assumed responsibility for the
contract with the American Association on Mental Deficiency for the collection
and abstraction of documents and preparation of Mental Retardation Abstracts,
beginning with Volume 6, No. 1, January 1969. The Division is making plans to
develop,its own data processing and information services program.

In the interim, the Clearinghouse, in order to provide uninterrupted service,
continues to answer inquiries in the mental retardation field. Furthermore, the
National Clearinghouse for Mental Health Information, in accord with the Insti-
tute's current programs in mental retardation will continue to acquire and dis-
seminate information on mental retardation as it relates to: (1) the learning
process, learning disorders, and other broad developmental issues with applied
applications; (2) emotional and biological conditions as etiology or effect of
mental retardation; (3) social and cultural factors as etiology or effects of
mental retardation.

B. Institutional and Case Statistics

I. Inpatient facilities: Information is obtained from public inpatient
mental retardation facilities, on such patient characteristics as age, sex, medical
classification, measured intelligence level for first admissions, and for resident
patients.

2. Outpatient Psychiatric Clinics: Information is obtained on the number
of terminated patients diagnosed with mental retardation, by age, sex, and degree
of deficiency (mild, moderate, severe), whether treated or not treated.

3. Maryland Psychiatric Case Register: Data are routinely collected on
demographic patient characteristics, type of service, referral service, and dis-
position of all patients diagnosed as mentally retarded in all psychiatric clinics
and public and private institutions for the mentally retarded.
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NATIONAL INSTITUTES OF HEALTH

Introduction

Mental retardation today afflicts the lives of an estimated 6 million persons
in the United States. Its impact is directly felt by the some 20 million family
members who share the burden and problems of care of the retarded whose inadequate
intellectual development impairs their ability to learn and to adapt to the demands

of society.

The causes of mental retardation are multiple and involve both physical and
environmental factors operating singly or in subtle interactions. Resolution of

this complex problem requires the scientific talent from many disciplines--
biological, behavioral ard social--in a concerted effort involving basic, clinical
and applied research over an age span from conception through maturity. The

Institute's program of research and research training support represents a major
arm of our nation's effort to combat the problem of mental retardation which ranks
as a major health, social and economic problem.

In fulfillment of its responsibilities in this area, NIH is supporting a
broad attack upon the problems associated with mental retardation. The goals
sought are the prevention of mental retardation in the future, the cure of exist-
ing mental retardates, or, if this is not possible, the amelioration of their
condition and the training and upgrading of such individuals to a point where they

can come as close to self-aufficiency as their endowment permits. To these ends

the Mental Retardation Program is facilitating research on the diagnosis, preven-
tion, correction and amelioration of mental retardation. Investigations are being

supported in basic sciences, both biological and behavioral, as well as clinical
disciplines.

I. Training of Personnel

A. National Institute of Child Health and Human Development (NICHD)

The critical need for more research workers from all fields whose primary
interests lie in areas related to mental retardation continues. This is evident
from the strenuous recruiting efforts which have been observed in the staffing of
the Mental Retardation Research Centers, even those whose construction is not yet
completed. Fortunately the research training programs have resumed the growth
which they were undergoing in fiscal year 1966 and fiscal year 1967. From 13
training grants providing training for 60 trainees in fiscal year 1968, the pro-'
gram has grown to 18 training programs serving 124 trainees. The areas in which

training is available under these 18 grants are as follows: behavioral studies - 7;
basic biomedical studies - 1; sociology - 1; combined behavioral, clinical and
basic biomedical studies - 2; combined clinical and basic biomedical studies - 6;
combined clinical'and behavioral studies - I. Of the 124 trainees being served
by these programs 76 were predoctoral, 7 received Master of Arts degrees, 25 were
in Ph.D. or M.D. programs, 6 received Ph.D. or M.D. degrees, and 10 were post-
doctoral trainees. In addition to the trainees vho received stipends from these
programs several program directors pointed out that a total of 63 other students
in a variety of programs benefited from the existence of these NICHD research
training programs. These were individuals who participated in the same training
courses as those receiving stipends and also worked in research programs alongside
those receiving stipends. These additional trainees were supported by other pro-
grams, either Federal or local but were able to take advantage of courses and
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research programs which
were instituted under NICHD funded training programs.

In addition to the
trainees under these

programs the Institute is supportingon an individual basis
9 Fellows and 4 Research Career Development Awardees. Inaddition to these individuals whose programs are specifically

directed towardsresearch in mental
retardation the NICHD currently supporta

fellowships, researchcareer swards, and training
grante in areas which

are htghly relevant to mentalretardation but which
are funded under other programs. There is a large amountof interaction

between the Mental
Retardation Program and other Programs in theNICHD such as the Growth

and Development Program,
the Reproductive BiologyProgram and the Perinatal

and Infant Mortality Program.

B. National Institute of
Neurological Diseases and Stroke (NINDS)

While the training
program of the National

Institute of Neurological Diseasesand Stroke is not
specifically and

exclusively directed towards mental retardation,it is directed toward
the development of

clinical neurologists and competent re-search scientists in the fields associated
with the diseases of the nervous system.These disciplines provide the basic

tools required for any serious attack on theproblem of organically-based
mental retardation.

Particularly important are theInstitute programs for the training of
pediatric neurologists, who are very oftenrequired to make the

initial diagnosis of mental retardation. Training programsin speech pathology and audiology
are fundamental to therapy in the mentally re-tarded and receive

strong support from the Institute.

II. Research

A. National Institute of Child Health and Human Development(NICHD)

Scientists being supported to work in mental
retardation are utilizing avast array of techniques

from the classical
observation and deecriptive

techniquesall the way to the most advanced and
sophisticated electronic recording andstatistical methods. Since for some kinds of work it is neither

feasible nordesirable to use human
subjects a number of

investigators are currently attempting
to develop appropriate

animal models for research use.

The biological sciences
are moving on a broad front

from highly advancedbiochemical macromolecular
investigations through cellular levels to whole organstudies on through research
in primates and humans. Clinical specialists areusing very delicate

and complex diagnostic
techniques which could not even havebeen considered as little as five years ago. In a few fortunate

cases, such assome of the diseases from
inborn errors of metabolism, therapeusis is also at alevel of sophistication

which would not have been thought possible only recently.Behavioral scientists, ranging from psychologists
through psychiatrists, andsociologists are steadily

refining their tools for diagnosis and treatment. Thisis evidenced by the
ever increasing numbers

of subentities being identified underthe main heading of mental retardation which at one time was an indivisible term.More and more attention
is being paid to disorders of communication

and perceptualvisual problems so that both diagnosis
and remedial training moves a little closerto the ideal.

The complexity of mental retardation
requires multidisciplinary researchapproaches and it is encouraging to observe that not only are the obvious combina-tions such as biochbmists

working with
psychopharmacologists becoming more andmore common but less

expected combinations such as behavioralists
working closelywith clinical and basic scientists are beginning to be seen. The Mental Retarda-tion Research Centers which are funded by

Congress under specific
constructionlegislation (P.L. 88-164)

are serving to facilitate
this kind of

interdisciplinary
effort.



49

In fiscal year 1969 approximately 270 investigators in 28 specialties or sub-
specialties are being supported. Some of these specialties are pediatrics, psy-
chology, psychiatry, biochemistry, genetics, education, nutrition, pathology,
neurobiology, physiology, anatomy, communications engineering, mathematics,
microbiology, obstetrics and gynecology, radiology, social work, sociology,
veterinary medicine, and virology. Many of these investigators while working
independently are finding it to their mutual advantage to discuss problems with
each other and to utilize the insights and techniques of each others' specialties
in their own work. The Centers are providing a setting where this is especially
easy since in many cases they are, or will be, working in the same physical
structures. NICHD staff are encouraging as much as possible interdisciplinary
approaches, staff seminars, and other administrative means of obtaining multi-
disciplinary efforts. It is interesting to note that even in those Centers which
have not yet completed their construction that the same kinds of staff inter-
actions are occurring. The required planning is resulting in consultation across
disciplinary lines and this consultation is creating contacts among investigators
which might not otherwise have occurred. In many cases these contacts are result-
ing in scientific interactions to the benefit of the program.

One primary thrust of research supported by NICHD continues to be in cyto-
genetics and the inborn errors of metabolism which result in mental retardation.
Both areas are beginning to take advantage of tissue culture techniques which in
the latter case provide large amounts of tissue Wu, ork with outside the patient
himself, yet with material that responds in many ways as the patient does. In
the other case large numbers of cells can be studied to observe what is actually
happening in the chromosomes. There is also considerable interplay between the
cytogenetic and biochemical study of tissue cultured cells addressing the questions
of the relationships between chromosomes, enzymes and end results.

Many research projects being funded are at institutions which now have or
will have, operating Mental Retardation Research Centers. Congress, in 1963,
recognized the limited resources devoted to mental retardation research and re-
quirements for centers of research competence with special capability for meeting
the research demands of this multifaceted program. P.L. 88-164 authorized the
construction of Mental Retardation Research Centers for the purpose of finding the
causes and means for preventing and ameliorating mental retardation. Implementa-
tion of this authority was assigned the NICHD in close cooperation with the
Division of Research Facilities and Resources/NIH. The NICHD has continuing
responsibility for programmatic development of the centers. When operational the
centers will provide the major thrust for the Institute's program to combat
mental retardation.

The interval between center construction grant awards and completim. of con-
struction represents a significant lapse of time. The Institute has acted to
reduce the time lag for bringing the centers to fuller operational strength
through interim development and strengthening of existing research activities to
be included in the centers on completion of onstruction. These activities are
supported by program project research grants awarded the institutions following
competitive review for scientific merit by appropriate National Institutes of
Health review committee.

Four of the centers were com?leted and became operational in fiscal year
1968; these were the Children's Hospital Research Foundation, Cincinnati, Ohio;
George Peabody College for Teachers, Nashville, Tennessee; the University of
Chicago, Chicago, Illinois; and the University of Colorado Medical Center,
Denver, Colorado.

Three canters are scheduled for opening in fiscal year 1969; these are: the
University of Washington, Seattle, Washington; Albert Einstein College of
Medicine, Bronx, New York; and, the University of California at Los Angeles,
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Los Angelee, California.

Centers at the University of Kansas, Lawrence, Kansas; University of North
Carolina, Chapel Hill, North Carolina; Walter E. Fernald State School, Waltham,
Massachusetts; and, the Children's Hospital Medical Center, Boston, Massachusetts,
are scheduled to begin operations in fiscal year 1970. Plans for the University
of Wisconsin Center, Madison, Wisconsin, call for completion of construction in
fiscal year 1971.

Existing programs under center aegis at the University of Kansas are making
notable progress on poverty-linked retardation with research support from the
Institute. Their research demonstrates the crucial role of dieadvantaged mothers
in facilitating the development of intelligence in their preschool aged children,
means for changing the behavior of mothers in parent-child interactions so that
their children learn more readily and the importance of community support and in-
volvement in creating constructive research and service pro'grams for the children
of poverty.

Methods for constructive intervention to prevent or ameliorate poverty-
linked retardation are, or will be studied at the George Peabody, Wisconsin and
North Carolina centers. The George Peabody College Center in Nashville,
Tennessee, is well established in its research program to study the effects of
different methods of educational intervention.

The University of North Carolina Center at Chapel Hill, North Carolina,
plans and is piloting studies concerned with preventing retardation among the
disadvantaged through a program stressing psycho-social interventions beginning
in early infancy and childhood. Closely related to this effort are parallel
studies concerned with the control of infectious diseases in children under group
day-care. The importance of these efforts and companion efforts elsewhere is
stressed by the fact that large numbers of elementary school aged children from
disadvantaged homes in the Chapel Hill area have IQ's below BO.

Staff from the University of Wisconsin Center are currently engaged in a
major program of research concerned with rehabilitative approaches and methods
for use with the disadvantaged. Basic research in learning and human develop-
ment will expand and complement these applied rehabilitative efforts when con-
struction of the center is completed in fiscal year 1971.

Focal research efforts concerned with poverty-linked retardation are active
or planned at other mental retardation research centers. Among these are studies
of epidemiology of poverty-linked retardation at the Albert Einstein College of
Medicine Center, New York, and at the University of California at Los Angeles,
California.

Longitudinal studies of development from the period of pregnancy through
the elementary school years are crucial to our full understanding of aberrant
and subnormal development. Too frequently the significant events of pregnancy,
the neonatal period and early infancy and childhood are lost to investigators
concerned with subnormal development and faulty learning as experienced by the
school age child because of lack of resources ft.: systematically relating events
from early to later age levels. The mental retardation research centers, as
never before, offer great opportunities for the conduct of sound, scientific
studies of longitudinal development in retarded populations and populations at
risk of becoming retarded.

One of the major longitudinal studies attacking these issues is currently
under development by researchers in the neurological sciences at the University
of Washington Center. These investigators propose studies relating the carefully
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studied events of pregnancy and the neonatal period to neurological
electrophys-iological, and

neuropathological data obtained during the neonatal period andearly infancy. These data will, in
turn, be related to patterns of behavior andintellectual functioning during the school years. Careful clinical supervisionand recording of life events by the center's

excellent and comprehensive resourcesfor diagnostic,
treatment and service

follow-up will provide a sound base forobtaining the nost
meaningful results in terms of developmental

outcomes.
.

A major contribution to the epidemiology
of mental retardation is expectedshortly with the publication

of work by Institute
supported investigators fromthe Albert Einstein Center. The study, conducted in Aberdeen, Scotland, utilizesexcellent social background,

pregnancy, obstetrical and prenatal data from thetotal population of births in that city collected since 1951. The Aberdeen popula-tion is highly stable and excellent
cooperation has been obtained from both thehealth and educational

authorities. These conditions have made possible long-termfollow-up studies of
children deriving from their well studied births. The in-vestigators, therefore,

have been able to relate
obstetrical and social antecedentscharacteristic of the birth of the child to his
functioning during the school years.Studies of all mentally

subnormal children born in birth years 1952 through 1954and varying in age from 8-11 years at close of follow-up have
been readied forreport. The first manuscript will treat the interaction of class, central nervoussystem damage and psychiatric

status with mental subnormality.

The Growth and Development
Program of NICHD is involved in several activitiesdirectly concerned with mental retardation.

Presumptive evidence in a variety ofanimal species, supplemented
by scattered tests in humans, indicates that protein-calorie deprivation may have an inhibiting effect

on mental and social development.In animal studies, these effects seem to depend upon fairly acute nutritionaldeprivation of the type only aeen in grossly
malnourished children. NICHD hastherefore organized several

studies in South and
Central America where protein-calorie malnutrition is endemic, thereby providing
a natural test area for therelationships between

nutritional deprivation and intellectual and social develop-ment.

The largest of these
studies is supported by a contract with the Pan AmericanHealth Organization for work to be done in the

Guatemala highlands by the Institutefor Nutrition of
Central America and Panama. This study involves matching pairs ofrural, isolated villages on a number of factors, and

then providing a protein richfood supplement to one village in each pair.
The other village will also receivemedical care (but

no supplement), with provisions
to match social inputs thatmight positively influence

intellectual development. Careful study design permitsinvestigation of a variety of factors such as social status, family
interrelation-ships, and parental

expectations which influence child development. Now in itsfourth year, the study has just entered the
definitive stage with initiation ofthe supplementation program. Continuous data monitoring

will measure intellectualdevelopment up through age six.

A second study, also
under contract, is designed

to study the development ofpairs of siblings living
in urban ghettos in Bogota,

Columbia. These pairs ofchildren, all under the age of three years, will
include one acutely malnourishedand one adequately nourished

child, both of whom will
be supplemented throughoutthe study. This design permits

control of genetic variables and, to a considerabledegree, the social and
environmental factors

surrounding malnutrition. Many of thetests being used in the
Guatemala study will be used in Bogota, plus other measuresfor delving more deeply into emotional development.

This project now entering itssecond year, is jointly conducted by Harvard
University and the National Instituteof Nutrition, Bogota.
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Recently awarded granta support two other studies in the Western Hemisphere.
In Mexico a small, elegantly designed study is focusing on nutrition of the mother
and the infant, including controlled studies of breast milk consumption; premature
weaning without adequate nourishing food is increasingly recognized as a probable
factor in impaired development of the central nervous system and in possible be-
havior deficits in deprived children. Another project, in Chili, is utilizing
children who have been hospitalized with acute malnutrition at a very early age,
often as young as 6-8 months. The behavioral patterns of these children following
nutritional rehabilitation are being monitored. A very interesting facet of this
project is the development of a method of cerebral transillumination which provides
clear indications of fluids within the cranial cavity, thereby indicating the
relative reduction in brain size as a result of nutritional deprivation.

While these studies do not relate to severe degrees'of mental retardation,
they will help provide information an the relationship between the malnutrition in
half the world's children and their reaujtant intellectual, social and physical
development. An active program iS now.underway to locate investigators and oppor-
tunities to extend these studies into the United States where ghetto populations
may experience varying degrees of marginal malnutrition with only occasional gross
situations of the type seen overseas. One research grant to study rural southern
populations has been approved and is awaiting funding; several others are in various
stages of development.

As a further means of assisting the research community NICHD supports scien-
tific conferences when it is apparent that such conferences will be useful and
stimulating. A conference was supported an "Social Science and Mental Retardation:
Family Components" which was intended to stimulate social science research in
parent-child interactions and other family related aspects of intellectual develop-
ment and behavior of children. The published proceedings of this conference will
be available in January, 1969. A conference of specialists was held this year on
the Lesch-Nyhan syndrome which is an inheritable disease of metabolism involving
a reduced or absent enzyme. This conference was published in the July-August
issue of the Federation Proceedings. Another conference was held in whizh some
15 specialists in cytogenetics participated in the initial planning for a confer-
ence on cytogenetics and mental retardation to be held in June, 1970. This will be
the first cytogenetics conference to be devoted primarily and entirely to the
problem of mental retardation.

Other programs such as Reproductive Biology, and Perinatal and Infant Mortality
cooperate with the Mental Retardation Program in support of research of mutual
interest.

Intramurally the NICHD continues to provide clinical service and research in
mental retardation at the Childr-m's Diagnostic and Study Branch. The staff of
this branch is an interdisciplinary group which works together in research and to
treat the whale child. It contains clinical specialists as well as psychologists
and social workers who combine their efforts in diagnosing and devising treatment
plans for children who are referred to them as a result of observed difficulties in
adapting to their environment. This group is currently studying a child with con-
genital anesthesia to pain, temperature and tactile stimuli, but with normal
intelligence. Another child being studied is a case with phenotypic mongolism but
genotypically normal leukocytes. Both cases raise very interesting theoretical
research questions. Other intramural programs also conduct research of significance
to mental retardation, directly or indirectly.

B. National Institute of Neurological Diseases and Stroke (HINDS)

The National Institute of Neurological Diseases and Stroke sponsors no re-
search in mental retardWdon per se but its interest,in mental retardation appears
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when mental retardation arises as a symptom complication or a sequels of some
disease of the central nervous system. Consequently a large number of research
projects supported by NINDS can be said to be relevant to mental retardation
research, although the interest of the scientist may be in the study of some
particular phase of disease rather than in mental retardation research directly.
The research projects involved cover nearly all of the scientific disciplines to
some degree.

One of the Institute's major efforts which has great interest for mental
retardation research is a collaborative project with 14 cooperating institutions
investigating the prenatal, perinatal and postnatal factors relating to the de-
velopment of children. The "Collaborative Study in Cerebral Palsy and Other
Neurological and Sensory Disorders in Infancy and Childhood" is following the
offspring of more than 50,000 mothers from early pregnancy through labor and
delivery until the children are at least through the first year of school. The
data are in the process of being analyzed and this project should yield a large
amount of valuable information selated to mental retardation. The Institute is
also supporting epidemiological find 'genetic studies to establish possible
patterns of inheritance or other causative factors leading to neurological disease
and mental retardation. These include inborn metabolic errors, chromosomal
abnormalities and congenital malformations.

Intra-uterine infections occurring in the first trimester of pregnancy are
important factors leading to severe destruction of the brain and major mental
impairments. The Laboratory of Perinatal Physiology in Puerto Rico is attempting
to determine if the monkey can be used as an animal model for German measles
infection. If this proves to be the case research into the mechanisms by which
German measles affects the central nervous system will be greatly potentiated.

Research into inborn metabolic errors is being supported in order to discover
how early these diseases appear and when to begin treatment. There are more than
200 known metabolic abnormalities of which no more than 6 may be amenable to
present therapeutic approaches. Continued study is necessary to enlarge these
treatment programs. The biochemistry of these diseases and the relationship of
the biochemical activities to brain function are being studied. These studies
are directly relevant to the development of mental retardation.

Studies are underway to attempt to link the pathological patterns of brain
damage to functional development. In this area the Collaborative Study will be
valuable in providing both normative data and incidence statistics relative to
mental retardation.

The early diagnosis of mental retardation is frequently extremely difficult.
The Institute continues to support programs for the refinement of diagnostic
techniques. The problem of minimal brain dysfunction is undergoing reevaluation
to assess the current status of and to apply advance techniques to this difficult
area.

Mental retardation often follows hydrocephalus and brain tumors in childhomE.
Developnent of appropriate surgical or pharmacological therapy remains an objective
of the Institute. The Institute is also supporting programs which investigate the
mechanisms involved in meningitis or meningoencephalopathy to determine proper
preventive and therapeutic approaches.
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OFFICE OF EDUCATION

Introduction

Programs dealing with handicapped children in the Office of Education have ,

been placed under the administrative direction of the Bureau of Education for the
Handicapped. This is consistent with the efforts of the Office of Education to
provide maximum educational programming for all children. The Bureau is respon-
sible for supervising and tnplementing current and new legislative authorities
to provide funds for projects and programs relating to the education, training and
research of handicapped children and youth. These children include those who are
mentally retarded as well as those who are hard of hearing, deaf, speech impaired,
visually handicapped, seriously emotionally disturbed, crippled, or other health
impaired and require special education.

The Bureau is specifically charged with the task of helping each handicapped
child develop to the.,maximum thoee skills and talents which will enable him to
become independent and' self-sufficient as an adult. The Bureau, through its
various support MbchaniSms, directs.:Trograms designed to (1) increase the number
of qualified professional personnel; (2) improve educational services in local
and State programs; (3) stimulate acquisition, evaluation, and utilization of
modern educational equipment, media, and teaching materials; and (4) encourage
theoretical and applied research, the use of successfully tested research, and
advanced educational techniques.

The Bureau of Education for the Handicapped also assumes a major leadership
role in the field of special education. To insure effective and capable leader-
ship, the Bureau maintains a constant state of alertness and keeps attuned to new
inputs and changes affecting the area of special education. Indicative of its

effort to' keep in touch with changes occuring in the field, seven special educe-
tion conferences were held during the first half of 1968. Regionally located,
the conferences were attended by approximately 1,000 special educators from all
50 States representing public school programs, institutions for the handicapped,
State departments of education, institutions of higher education, and other public
and private agencies interested in serving handicapped children.

The seven conferences provided an abundance of information regarding current
problems existing in the field of special education as well as projecting pobsible
avenues for their solution. This information is being analyzed and follaw-up
conferences will be held to study further the efficacy of the proposed solutions.
The follow-up conferences, like the above conferences, will be working conferences
with an emphasis on two-way communication between educators in the Federal govern-

ment and those in the field.

The impetus for change and its challenge is part of the climate of the Bureau.
It is reflected in the mood and feeling of its professional staff in their drive
for commitment and awareness to innovate, to initiate, to lead, to evaluate, and
"to be first" to enter new areas to benefit the handicapped. The Bureau provides
leadership at every level to provide resources, knowledge, and awareness not limited
by lack of preception, or vision, or by lack of dedication to the handicapped by
those responsible for effecting policy.

In order to efficiently implement its assigned responsibilities the Bureau is
administratively organized into three major divisions and an Office of the Associate
Commissioner which includes a Program Planning and Evaluation Office; an Information
and Reports Office; an Executive Office; and an Office for the Development of New
Programs. This latter office is responsible for developing guidelines to
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effectively implement new legislation which expands and creates educational
opportunities for handicapped children.

Each of the three divisions provide an important element in the functions.
rendered by the Bureau in making up a total program of service, training, and
research for the mentally retarded as well as other handicaps of children. The

following pages describe these services for mentally retarded children on a
divisional basis.

I. Division of Research

A. Purpose

The Division of Research promotes and supports research and related activi-
ties which show promise of leading to improvement in educational programs for
handicapped children. Support is available for research, dissemination, demon-
stration, curriculum, and,media activities.

' 1 s

vs,

The program noW-administered by the Division of Research was initiated
during fiscal year 1964 with an appropriation of $1 million authorized under
Title III, Section 302 of Public Law 88-164. The scope and flexibility of the
program has been extended through amendments to this basic authorizing legis-
lation in P.L. 89-105, P.L. 90-170, and P.L. 90-247. Table 1 provides data on
the authorizations, appropriations, obligations, and number of projects supported

under this program.

C. Impact on the Problem of Mantal Retardation

It is difficult to assess the direct impact of research activities since
the lag between the discovery of new knowledge and consequent changes in educa-
tional practice obsures the picture. However, some information on the impact

of the program is available. As of the end of fiscal year 1968 approximately
sixty final reports of research monitored by the Division of Research were made
available to practitioners in the field. Many of these research projects have
also resulted in other publications in the professional literature. Although
the systematic collection of data on the actual implementation of research find-
ings from these projects is'just beginning, there are many instances in which
these findings have had a direct impact on programs for the mentally retarded.

D. Future Goals

The history of research on handicapped children suggests that minimal gains
are obtained by spreading research monies too thinly. Many of the most important
problems in education require a massive effort if solutions are to be found in
time to help today's children. The Division of Research proposes to support the
establishment of Research and Dvelopment Centers to focus on the more difficult
problems of evaluation, commvnication, instructional procedures, etc. Through
the combined efforts of Research and Development Centers and programmatic research
on specific major educational problems it can be expected that new models of
instruction will be available within a few years.

At the same time, systems of dissemination will be evolved which will facili-
tate the acceptance of these new models by local school administrators. The new
systems of dissemination will be built upon the foundation of /nstructional
Materials Centers already developed and a system of regional resource centers
currently being developed.
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As mere funds for research become available, engineering technology will more
and more become a part of research supported by this Division. This development
has been made possible by the amendment permitting the use of contracts as well
as grants for research and development activities. Engineering technology, pro-
grammed instruction, and the "systems approach" to education will occupy a major
place in the Division's activities in the years to come.

E. Current Activities

The Division currently supports a wide range of activities relating to the
education of mentally retarde4l children. One of the most visible of these is the
network of instructional materials centers for handicapped children. Although
serving teachers of all the handicapped, these centers have a major commitment to
mental retardation. The Instructional Materials Centers, 14 in all, are scattered
across the country to serve specified regions. The primary objective of each
center is to keep teachers of handicapped children aware of new developments in
educational materials. The centers are evaluating existing materials as to their
relevance to the handicapped and assisting in the development of new materials.
Since the 14 centers are connected as a network, any information located at any
center is immediately relayed to all other centers.

The Comprehensive Research and Demonstration Center for Handicapped Children,
now under construction at Teachers College, Columbia University, similarly has a
major emphasis on the problems of the retarded, although at the same time relating
to the educational problems of many categories of handicapped children. This
center represents a major investment of research funds, both for construction and
operation, in an attempt to develop an intense effort in this area of education.

Other research activities now under way are attacking the problems of teach-
ing and learning with the mentally retarded. One such project has suggested that
time spent in learning to learn can make a significant difference in the learning
performance of retarded children. Other projects are developing and testing new
curricula for the retarded.

Table 1

Division of Research - - - Historical Data

Year Authorization Appropriation Obligations #Projects

1964 2,000,000 1,000,000 999,739 34

1965 2,000,000 2,000,000 2,000,000 53

1966 6,000,000 6,000,000 5,994,231 133

1967 9,000,000 8,100,000 8,049,041 127

1968 19,500,000 11,100,000 10,794,113 135

1969 21,750,000 13,600,000 --- ---

1970 28,000,000 ---

II. Division of Educational Services

A. Purpose

The Division of Educational Services provides direct support to handicapped
children through services at the classroom and intermediate levels. The Division
offers support to State, regional, and local programs to assist in developing and
maintaining leadership in the education of handicapped children.
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B. Historical Development

Public Law 85-905, the Captioned Films for the Deaf LAW, was passed by
Congress in 1958 to provide entertainment films for the deaf. This law has
subsequently been amended by P.L. 87-715 in 1962 and P.L. 89-258 in 1965 to
allow for training, research, production and distribution of educational material
for use by deaf children. In December 1967, this authority was again expanded
to include educational services to all categories of handicapped children through
the 1967 amendments to the Elementary and Secondary Education Act.

Public Law 89-313 was passed by Congress in November 1965, which extended
the benefits of Title I of the Elementary and Secondary Education Act to handi-
capped children in State-supported programs.

During recent years, as local facilities for the handicapped have increased,
State schools have found the composition of their resident populations changing
from the mildly handicapped to large percentages of children who are severely
mentally retarded, and those who have serious handicaps in addition to mental
retardation. Model and pilot programs for these types of children have been
conducted under P.L. 89-313 in many States.

These funds have enabled institutions and agencies to develop programs for
children who have not previously been considered capable of responding to educa-
tional or rehabilitative services. The results in many instances have been en-
couraging and special educators and staff in residential institutions have raised
their levels of expectations for such children. While this program has had a
relatively limited funding based upon its authorization, significant results have
been realized especially in terms of planning for comprehensive services. Monies
allotted under P.L. 89-313 for handicapped children were $15.917 million for
fiscal year 1966, $15.065 million for fiscal year 1967, and $24,747 million for
fiscal year 1968, and $29.7 million for fiscal year 1969. In fiscal year 1967,
46,645 mentally retarded youngsters were assisted under this program at an expendi-
ture of $8,473,118.

The 1966 amendments to the Elementary and Secondary Education Act provided
under Title VI-A, a program of support to local education agencies through a
State plan program. While this law authorized $150.0 million for fiscal year
1968, the appropriations were only $14.25 million. For fiscal year 1969,
$162.5 million was authorized and $29.25 million was appropriated.

The 1958 amendments to Title III of the Elementary and Secondary Education
Act, provide that 157. of the funds for fiscal year 1969 be spent for innovative
and exemplary projects for handicapped children. It is estimated that $3 million
of the funds for the handicapped under this Title will be expended for services
to retarded youngsters during fiscal year 1969.

P.L. 90-247 provides for the development of regional centers for deaf-blind
children under Title VI-C. The appropriation for 1969 is $1 million which will
be used for both development of programs and for direct services to deaf-blind
children and their parents. The law permits use of these funds for deaf-blind
children with additional handicaps, including those who are mentally retarded.

The Handicapped Children's Early Education Assistance Act, embodied in P.L.
90-538, provides for establishment of a number of model programs for serving very
young children with various handicaps. These programs will be distributed
strategically throughout the country to serve as models for the development of
future preschool and early childhood programs. The 1969 appropriation is
$1 million, which will serve as planning and development funds during the first
year of the program.

Cgt
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C. Impact on Mental Retardation

Programs will have a significant and far-reaching impact upon education and
rehabilitation of mentally retarded individuals. Through such direct support
programs Title VI (aid to local programs) P.L. 89-313 (aid to State programs),
more extensive and comprehensive programs will develop which will include the
utilization of the latest teaching techniques and educational technology. Media
Services and Captioned Films for the Deaf with expanded responsibility should
provide for an opportunity for State and local programs to take advantage of
educational materials, media, and equipment especially designed to meet the needs
of the handicapped.

D. Future Goals

The goals of the Division of Educational Services are to:

1. Provide significant supportraonies to both State-supported and local
educational programs to assure quality education for all handicapped children.

2. Provide intermediate services such as comprehensive educational diag-
nostic resource centers on a regional base to provide services for handicapped
children and their families. In addition to direct services to children, these
centers will provide consultative services to State and local educational agen-
cies to assure the latest available information from research with respect to
the learning process.

3. Provide wherever needed comprehensive regional programs for severely
multiply handicapped children such as deaf-blind children.

4. Provide through media services the research, production, and distribu-
tion of specially designed materiala and programs for educational technology
for handicapped children. To provide training in the use of media for teachers

of the handicapped.

5. Provide through Instructional Material Centers educational management
and information systems.

E. Current Activities

During 1968, the Division of Educational Services held five Regional Confer-
ences to acquaint Title I (89-313) Title VI-A and Title III Coordinators with
exemplary projects for the handicapped. The Division staff met with over 600
professional and interested parties to discuss the overall service program of the
Bureau at these conferences.

During fiscal year 1959, the total funds available for services to handicapped
children from this Division will xcede $88 million. Most of this money will be
made available through State Plan programs. Under the State Plan programs, it is
estimated that 25 to 30 percent of the funds will be expended for retarded children.

These programs have led to an interest in comprehensive planning. The

Division plans to work with State and project personnel to develop long-range plans
and evaluation procedures during 1969. These activities are serving the special
educational and related needs of retarded children through such programs as pre-
school, elementary, and secondary education projects which may include: curriculum
enrichment, expansion, and improvement; summer school programs; preschool and
school readiness programs; physical education and recreation; prevocational and
vocational training; inservice training of teachers; and improved diagnostic

services.
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III. Division of Training

A. Purpose

The Division of Training Programs initiates, maintains, and improves programs
for the preparation of professional leadership and teaching personnel to educate
handicapped children. Divisional programs which are designed to implement this
purpose are two-fold in their attack, in that they must provide: (1) classroom
and administrative personnel for State and local special education programs; and
(2) personnel for higher education institutions responsible for preparing Eldminis-
trative and classroom personnel. The Division of Training Programs in an effort
to effectively implement training programs for the mentally retarded has organized
a Mental Retardation Branch. This Branch, one of three in the Division, is
responsible for the coordination and administration of all programs in the area
of mental retardation.

B. Need

As more States legislate mandatory education for handicapped children the
major problem faced in implementing such legislation is an acute shortage of
qualified personnel. Current estimates indicate a need for approximately 300,000
teachers to meet the educational needs of all categories of handicapped gh ildren.
However, only 70,000 teachers are now available, with the prospect of an addi-
tional 21,000 to be trained by 1969. Of the 70,000 teachers available now,
approximately one-fourth are not fully qualified. If general turnover rates
applicable to the profession are applied, approximately 10% of the special educa-
tion teachers will leave the field each year. At current rates of preparing
professional personnel, sixteen years would be needed to close the gap between
supply and demand.

As a result of the teacher shortage, approximately two-thirds of the more
than five million handicapped children of school age are not receiving special
educational services they require. Many of the established programs are actually
of minimal quality, because they have been started with less than fully qualified
personnel. This current deficit, as in the past, not only retards the systematic
growth of special education, but simultaneously requires the majority of our
nation's handicapped children to accept an educational program inappropriate to
their needs.

C. History

In 1958, Public Law 85-926 was passed by Congress authorizing an appropriation
of $1 million per year for the preparation of professional personnel in the educa-
tion of the mentally retarded. This initial piece of legislation was directed at
preparing college and university personnel to staff the then existing programs, and
much needed new programs for preparing personnel to work with the handicapped in
State and local school systems. Between academic years 1959-60 and 1963-64, 692
graduate fellowships were granted to 484 individuals. The majority of these indi-
viduals became college and university professors while others became State and
local special education leadership personnel. In fact, a recent survey made of
the above fellowship recipients indicated that approximately 75% of all programs
in mental retardation at colleges and universities are directed or coordinated
by these individuals.

On October 31, 1963, P.L. 88-164 was signed into law. Section 301 of this
act amended P.L. 85-926 to: (1) expand the program to include not just the area
of mental retardation, but also the areas of the visually handicapped, deaf,
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crippled and other health impaired, speech and hearing impaired, and the emo-
tionally disturbed; (2) allow for the preparation of teachers and other
spenialists in addition to leadership personnel at the graduate level; (3) ex-
tension downward into the senior year undergraduate levels; and (4) increase the
monies authorized for these purposes. Since P.L. 135-926 was passed in 1958,
approximately 17,000 fellowships and traineeships have been awarded to indi-
viduals preparing to work with mentally handicapped children. This includes
both short term and full academic year awards.

A study conducted in February of 1964, of 245 former PA. 85-926 fellowship
recipients revealed that over 90 percent of them were engaged in the field of
special education, including the mentally retarded, and about 70 percent were
engaged primarily in the field of mental retardation. Sixty-eight of the 245
former fellows indicated that they were currently employed by a college or uni-
versity, 80 were employed in an administrative or supervisory capacity (19 of
these were employed by State educational agencies), and 54 returned to the
classroom as teachere of the mentally retarded.

Public Law 85-926 was further amended with the passage of Public Law 89-105
and 90-170. These arendments expanded and extended the program through fiscal
year 1970, authorizing appropriations of $29.5 million for fiscr.1 year 1967;
$34 million for fiscal year 1968; $37.5 million for fiscal year 1969; and $55
million for fiscal year 1970. These funds have been, and will be, used as
stipends for students as well as to support colleges, universities, and State
education agencies with the cost of instruction,

Table I - Awards made in the area of mental retardation since the passage
of P.L. 85-926 (Fiscal Years 1960 through 1967)

Fiscal
Year

Number of
Traineeships
& Fe llowships

Number of
Higher
Education
Institutions
Participat ing

Number of Total Amount
State Obligated
Educat ion
Agencies
Partic imating

1960 177 16 23 $ 985,222
1961 164 18 41 993,433
1962 160 20 46 997,000
1963 163 19 48 996,433
1964 2,357 108 50 6,419,332
1965 2,506 153 50 6,569,815
1966 3,110 162 52 7,658,002
1967 3,816 177 53 8,891,072
1968 4,521 177 55 8,493,668
1969**

**Appropriations will be approximately equivalent to fiscal year 1968
(awards not available at time of this report)

The number of individuals being trained in mental ret_ardation under this
grant program is significant. The improvement and expansion of the many teacher-
training programs in mental retardation throughout the Nation -- resulting
directly and indirectly from the grant program -- will, in the long-run, be of
even greater significance. Evidence suggests that the support grants which
accompany traineeahips and fellowships have enabled Li great many of the currently
participating colleges and universities to add staff, expand the course offerings,
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and bet ter supervise the observation and student teaching experiences of the
students. The total number of students benefiting from these program improvements
at the various colleges and universities will, in most instances, far exceed the
number of students who are on a fellowship or traineeship.

It is readily apparent that the "old" P.L. 85-296 program, and its major
amendment, P.L. 88-164, has enabled a great number of colleges and universities
to develop and/or expand their teacher-training programs in mental retardation.
A current analysis of the more than 220 institutions requesting funds in the area
of mental retardation indicates that more than 150 of them have on their faculties
former fellows who review training under Public Law 85-926.

It will be a number of years before there will be a great reduction in the
gap between the number of trained teachers and "leadership personnel" in the
area of mental retardation who are needed and the number who are available.
However, Public Law 85-926 -- prior to and since the amendments by Section 301
of Public Law 88-164 -- has provided the necessary beginning in the effort to
close this gap.

1. Program Development Conference

A two day conference was sponsored during the month of May by the Division
of Training Programs for special educators from institutions of higher education
which had been awarded new program development grants for fiscal year 1968 (aca,-
demic year 1968-69). Five new institutions with programs in the area of mental
retardation participated, in addition to seven institutions which had received
program development grants in the area in fiscal year 1967. During tha conference,
directors of programs in higher education institutions which had already completed
one year on a program development grant communicated their experiences to those
just entering their first year. The sharing of ideas by "new" and "old" directors
of program development grants was found to be most stimulating and beneficial to
all in attendance.

A similar conference is planned for the spring of 1969, for recipients of
program development grants for fiscal year 1969.

2. University Affiliated Facilities Conference

A two day conference was held in July to more clearly delineate the role of
special education training components in university affiliated facilities for
the mentally retarded. Participants included personnel from the Bureau of
Education for the Handicapped; Social and Rehabilitation Service; the President's
Committee on Mental Retardation; the Secretary's Conmittee on Mental Retardation;
directors of university affiliated facilities; and, Office of Education consul-
tants in the area of mental retardation.

The types of models for interdisciplinary training of personnel to be de-
veloped in university affiliated programs; criteria for evaluating such programs;
and, projected patterns of funding were discussed. Future conferences of this
nature were recommended and are being contemplated for the corning year.

D. Current Activities

The Division of Training Programa in an effort to utilize all resources in
the provision of quality educational programa for all retarded children has en-
tered into cooperative funding or working arrangements with other personnel
training programs in the Office of Education and the Social and Rehabilitation
Service . The follow ing are three examples of the Division' s cooperative efforts:
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1. Teacher Corps

The Teacher Corps and the Division of Training Programs are jointly support-
ing a teacher corps program at the State College of Arkansas in Conway, Arkansas.
Specifically, the Division provided funds for the support of one teacher corps
team (six ;caster's level teachers) who will be instructed in special education
of the mentally retarded. Concurrent with their instruction, the teacher corps
team members will be working in public school systems with rural disadvantaged
children throughout the State of Arkansas.

2. University Affiliated Facility Program

The Division of Training Programs in cooperation with the Division of
Mental Retardation uithin the Social and Rehabilitation Service provided monies
to support special education components in six university affiliated facility
programs for fiscal year 195R. The extent of the Division's support ranges from
approximately $11,500 to $30,000 with a total expenditure of $150,000 for the six
supported facilities.

The Division will support a special educator on the university affiliated
facility core faculty. The special educator will be responsible for instructing
medical students, psychologists, social workers, and other related medical per-
sonnel as well as students majoring in special education. He will serve to
effectively integrate special education concepts into the over-all interdisciplin-
ary training program of the university affiliated facility.

The six programs funded were: John Hopkins University, Baltimore; University
of Georgia; University of Miami, Miami; University of California at Los Angeles;
Georgetown University, Washington, D.C.; and the University of Alabama, Birmingham.

3. Education Professions Development Act - P.L. 90-35

The Bureau of Educational Personnel Development and the Bureau of Education
for the Handicapped have agreed to cooperate in the funding or programs which
provide special education training to regular educational personnel who are work-
ing with handicapped children. Approximately 15 percent of the funds available
under Parts C and D of the above Act will be used in programs to train regular
educational personnel such as counselors, educational technology specialists,
teachers, and administrators who have an interest or need to become more knowledge-
able regarding the problems of the handicapped.

This cooperative program is being coordinated through the Diviaion of Training
Programs. The Division director works very closely with personnel within the
Bureau of Educational Personnel Development in arriving at funding decisions for
projects that involve training in the area of the handicapped. All proposals for
example, havinE, a handicapped conponent or orientation are screened initially by
the staff of the Division of Training Programa,

When one considers an earlier statement made in this publication to the
effect that approximately two thirds of all handicapped children are not receiving
specialized educational intervention, it becomes quite obvious that this coopera-
tive agreement will have great impact on improving servicea for the handicapped.
The program, when fully implemented will facilitate greater cooperative inter-
actions between regular and special educators. Thia will ultimately lead the way
to maximum educational program for all handicapped children.
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E. New Programs

1. Special Projects

Training programs to be truly effective must reflect the growth and evolu-
tion of special education programs brought about through expansion of research
and service activities. As a result training programs must be flexible and
enable a continual, but systematic modification of their approaches. Proven
traditional approaches to training should be retained, but every opportunity to
blend the old approaches with new directions as increased knowledge and exper-
ience becomes available, should be encouraged.

To provide means for developing new models in the closing months of fiscal
year 1968, the Division of Training Programs implemented a new Special Projects
Program Development Grant Award Program. The purpose of the program is to plan;
to try new models of training; and to evaluate the effectiveness and efficiency
of these new nodels in preparing personnel to work with handicapped childrm
These grants are designed to provide the wherewithal for the field of special
education to develop, implement, and test new approaches for the preparation of
personnel to meet current and projected needs in the education of handicapped
children.

There arc cwo types of grants within the special projects award program:
planning and prototype (including evaluation). Planning grants will be utilized
to provide funds for the support of .)ersonnel, travel, and other costs necessary
for developing a detailed plan for implementation of a prototype.

Prototype grants will be utilized to implement and test new training
approaches. Successfully implemented prototype grants 'which provide viable
approaches to training will be placed into the regular award program for future
funding to other training agencies in the United States.

Six planning grants were awarded for fiscal year 1968, in amounts ranging
from $12,900 to $28,998. The universities receiving the initial awards were:
American University; University of Minnesota; George Peabody College; Southern
Connecticut State College; University of Illinois; and the University of Iowa.

2. Training of Physical Educators and Recreation Personnel

In addition to the amendments of 85-926 cited earlier, P.L. 90-170, Title V
established a program entitled 11Training of Physical Educators and Recreation
Personnel for Mentally Retarded and Other Handicapped Children." Section 501 of
this bill authorized appropriations of $1 million for fiscal year 1968, $2 million
for fiscal year 1969 and $3 million for fiscal year 1970.

The Bureau of Education for the Handicapped through the Division of Training
Programs will assist universities and colleges in providing advanced professional
training to physical educators and recreation personnel working with handicapped
children. It is anticipated that planning and program development grants will
be awarded to approximately ten to fifteen schools of physical education or
recreation to establish graduate level curriculum related to the preparation of
college instructors, to some short term training courses designed to stimulate
better programming for the handicapped child.

An appropriation of $300,000 was made fcir the implementation of this program
in fiscal year 1969.
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F. Future Goals

The goals of the Division of Training Services are to:

I. Develop "quality" personnel preparation programs at all levels --
undergraduate through graduate.

2. Provide greater opportunities for the interaction of Division staff
with university personnel regarding issues in the training of professional
personnel.

3. Establish a clear and well defined "State of the Art."

4. Continue cooperating with State departments of education to effect
comprehensive planning for the training of personnel in special education.

5. Provide continued leadership to the developing university affiliated
programs to insure the incorporation of strong special education components
into each program.

6. Produce informative materials concerning the education of mentally
retarded children and the training of professional personnel to work with them
in educational and related placements.

7. Develop realistic new training programs for personnel at pre-school
and work-study levels.

8. Effectuate qualitative evaluation of all current progra.ns preparing
personnel in mental retardation.

IV. Other Office of Education Programs
for the Mentally Retarded

The Cooperative Research Act (P.L. 89 -10, Title IV) is supporting several
projects concerned with mental retardation. Some of the activities funded under
this program touched upon the development of a project for educable mentally re-
tarded children to receive vocational training in food service; the relationship
between the training experience and certain personality characteristics of
teachers and the progress their trainable mentally retarded students made; and a
comparison of two learning and retention techniques with mentally retarded chil-
dren.

The Vocational Education Amendments of 1968 provide that at least 10 percent
of each State's allotment for basic grants must be used for programs for persons
who are handicapped, including persons who are mentally retarded or seriously
emotionally disturbed. This provision of the Act becomes effective in fiscal year
1970. It is anticipated that about 50,000 mentally retarded persons will be served
wi th about $11 , 500 ,000.
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SOCIAL AND REHABILITATION SERVICE

Introduction

The Social and Rehabilitation Service (SRS) was established August 15, 1967,
by the Secretary of Health, Education, and Welfare to join under a single leader-
ship the Department's income support programs for needy Americans and the social
and rehabilitation programs that many families and individuals need.

The organization is designed to provide a stronger emphasis on rehabilitation
in social and welfare programs.

Key features of the organization are:

--The uniting in a single agency of the various HEW services that deal
with special groups -- the aged, the handicapped, and families, especially
chi ldren.

--The separation of the administration of income-maintenance programs for
needy persons from rehabilitation and social service programs.

--Decentralization of certain authority to the Department's nine Regional
Offices and the appointment of a single Social and Rehabilitation Service
Regional Connissioner in each region to make it easier for States and
communities to do business with the Federal Government.

The five major components of the agency are: the Administration on Aging;
Assistance Payments Administration; Children's Bureau; Medical Services Adminis-
tration; and the Rehabilitation Services Administration.

All of these component agencies have major responsibilities in the area of
mental retardation except for the Assistance Payments Administration. The re-
organization has placed new responsibilities for the mentally retarded on the
Administration on Aging, the Children's Bureau, and the Rehabilitation Services
Administration, which are now concerned with the provision of soc ial and rehabili-
tative services to various categories of public assistance recipients. The
Rehabilitation Services Administration also includes the Division of Mental
Retardation.

Also located in SRS is the Office of Research, Demonstrations and Training.
This office administers a program of grants to States and to public and private,
nonprofit agencies to pay part of the cost for research, demonstrations, and the
establishment ,of special facilities and services contributing to the field of
rehabilit at ion.

New legislation has reaffirmed and expanded the Nation's commitment to pro-
grams on behalf of the mentally retarded. This includes the Mental Retardation
Amendments of 1967, the Vocational Rehabilitation Amendments of 1965, 1967 and
1968, and various aspects of the Social Security Amendments of 1967.

The responsibilities and activities of the component agencies of the Social
and Rehabilitation Service and the provisions of the new legislation with respect
to programs for the mentally retarded are described on pages 27 to 61.
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Office of Research, Demonstration and Training

1. Rehabilitation Research Branch Program of the Research
and Demonstration Grants Division

This Branch carries on a substantial program of research on problems
of rehabilitation of retardates. Areas covered include evaluation of aptitudes
and abilities, analysis of jobs which the retarded can perform, opening of new
occupational areas for the retarded, improvement of counseling techniques, develop-
ment of new methods of training and job adjustment and evaluation of facilities
and programs to assist the transition of the retardate from the institution or
other sheltered environment to community participation. The 1965 Amendments to
the Vocational Rehabilitation Act recognized in particular the needs of retardates
by providing up to eighteen months of services during which the individual is
evaluated for employment potential. These amendments also recognized the need
for continuing care and study in the form of provision for improved workshops for
retardates and other handicapped perscm.s.

The Amendments of 1968 have focused attention on the necessity for re-
search on retardation as a function of cultural deprivation. Current programs
of research and demonstration are, therefore, increasingly concerned with new
approaches to retardation in ghetto areas, and espeially model city neighbor-
hoods. Rehabilitation techniques already developed through research are being
extended to problems of the hard core welfare client .

Emphasis is placed on the coordination and focusing of all relevant
community agencies on the problems of the retarded. Projects in five different
cities have demonstrated ways of most fruitfully bringing together the services
of agencies involved in programs for the retarded. An additional study evaluated
the efforts of one of these coordinated services programs.

Culture-fair assessment of rehabili:ation clients has become of increas-
ing importance as selection for jobs has extvnded to cultural handicaps. A simple
pictorial inventory which will assist in solvIng this problem for retardates is
the recently completed Vocational Interest and Sophistication Assessment Test
standardized on 3,000 retarded persons and predicting what job an individaal will
find most satisfying to him in terms of his interests.

A variety of community based projects demonstrating involvement of com-
munity resources for training of retarded and for their transition to the wider
community are the results of recent research efforts. For example, the San
Francisco Aid for Retarded Children, Inc., worked with sevjral retarded adults
who had little or no employment background. It was found that 50 percent of the
experimental sample could be trained and placed in outside employment. Last year
witnessed the completion of a substantial number of work study programs for re-
tarded adc11scents. These have been sponsored by State Divisions of Vocational
Rehabilita. ion jointly with local school boards, parent organizations, private
schools, and State departments of education. In these projects of even severely
retarded adolescents, 40 percent have been placed in outside jobs. All projects
were taken over by the community at completion.

The Bourbon County Schools work-study project , one of several in
Appalachia, was established in Kentucky, a State with one of the highest dropout
rates in the nation. The retarded subjects were children of impoverished parents;
the majority were from homes of tenant or farm laborers with earnings well below
poverty level. Despite the massive handicaps of cultural deprivation and mental
retardation among the young-titers studied, this project, over its three-year term,
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reported a dropout rate of only 5 percent. Moreover, 88 percent of the sample of
youngsters served have been trained and placed in jobs thus contributing not only
to their own independence, but also to the economic welfare of their parents and
the coussunity at large.

During the past two years the State Divisions of Vocational Rehabilitation
have conducted energetic programs to place the retarded in a wide variety of civil
service jobs. The District of Columbia, DVR and George Washington University are
now engaged in a follow-up atudy of the first 2,000 mentally retarded workers
placed with the Federal goverment throughout the country to determine how effec-
tive the program has been and how to improve and expand it to State governments
as well.

In order to accelerate training and make it more widely available, the
research program has supported a number of projects demonstrating automated teach-
ing techniques for the retarded, One of these, a research demonstration completed
last year by the Devereux Foundation, Devon, Pennsylvania, found that automated
teaching methods combined with regular classroom work proved more effective than
machine methods alone or classroom instruction alone in enabling retarded students
to utilize learned material in a practical work situation. To increase manpower
for assisting the retarded, the research program extended support to research
demonstrating techniques for training volunteers to work with retardates. The
MacDonald Training Center Foundation, Tampa, Florida, last year completed a pro,
ject that developed effective methods of selecting, orienting, and training
volunteers whose activities will supplement services of professionals to mentally
retarded persons.

2. Rehabilitation Research and Training
Centers Program

The Research and Training Centers Division of the Office of Research,
Demonstrations, and Training has responsibility for administering three Rehabili-
tation Research and Training Centers in Mental Retardation. These centers are
distinct organizational and physical entities providing a continuing framework for
psychological, social , vocational.and rehabilitation research and training, and at
least on a demonstration basis, a comprehensive program of evaluation, training,
counseling and placement of the mentally retarded individual. The three Mental
Retardation Research and Training Centers currently sponsored by the Social and
Rehabilitation Service of the Department of Health, Education, and Welfare,are
the University of Wisconsin, the University of Texas, and the University of
Oregon.

The research conducted by these centers encompasses many aspects of the
rehabilitation process, from onset to training and placement of the retarded
individual. It is broadly directed to a wide range of psychosocial, vocational,
or other fields of rehabilitation, and also to specific problems in the many
aspects of rehabilitation of the retarded.

The training program of these centers provide training of all types, long-
term as well as short-term, professional, technical, and for all categories of
students, graduate or undergraduate, working in the medical, health-related or
other professions engaged in rehabilitation. The program provides training in
such areas as the principles of rehabilitation of the retarded and the special
problems related to individual or groups of educational, psychosocial, vocational,
and medical and other disciplines in the practice of rehabilitation. In all in-
stances, training has been based upon a defined, organized program of instruction
designed for undergradtu,te and graduate students, interns, and professional
workers in the field of -Aabilitation. Selected sub-professional workers have
also been trained.



68

In 1968, the three Mental Retardation Centers conducted 51 research
projects. Of this number, eighteen are continuing to seek out the cause of re-
tardation, to assess the potential for education and rehabilitation, to develop
training and remedial programs suited to the needs of the retarded, and to
ascertain the actual learning and socialization difficulties encountered by the
retarded. Also being emphasized is the development of adequate motivation for
work in the retarded through family, school, and comtnunity resources.

The Mental Retardation Research and Training Centers have proposed more
than thirty continuing projects directed to the analysis of behavior of the re-
tarded in a variety of settings, the socialization processes, and the mechanisms
of acquiring adaptive behavior. Such studies will enable new conceptualizations,
not previously available, to be utilized in preparing the retarded for productive,
independent living. This research knowledge will also be helpful in planning and
developing remedial and rehabilitation programs for the disadvantaged and cul-
turally deprived in becoming more self-sufficient.

As an example, a "high-risk" population laboratory has been established
by the University of Wisconsin Research and Training Center in the Milwaukee
innercity area of economic and cultural deprivation, which is characterized by
an extremely high incidence of mental retardation. Studies revealed that although
the area comprises only 21/2 percent of the city's population, it yields 33-1/3
percent of the total. number of children identif ied as educable mentally retarded.
Also, 45.4 percent of the mothers who had IQ's below 80 accounted for 78.2 percent
of the children with IQ's below 80. This laboratory survey is maintained on an
ongoing basis, with the findings of individual studies of value to the retarded
population, their families and public and private agencies serving the needs of
this population.

In the area of training, 33 short-term courses attended by 2,332 trainees
were sponsored by the three Mental Retardation Research and Training Centers.
One center alone provided training for more than 600 rehabilitation counselors and
special education personnel in specific rehabilitation techniques leading to em-
ployment of the retarded.

A continuing emphasis will be maintained by the three Mental Retardation
Centers in 1970 on the departmental priorities of model cities, neighborhood
service centers, motivating people to work, rural poverty, and other priority
areas as they relate to mental retardation.

During the 1969 fiscal year, the Department of Health, Education, and
Welfare appropriation to the three centers was $1,075,000.

3. DiVision of International Activities

The Division of International Activities is the focal point for the de-
velopment of all SRS international activities. These include program operations
in the fields of nmternal and child health, services to crippled children, social
welfare, and vocational rehabilitation of the phys ically handicapped and the
mentally retarded. As part of a reorganization of August 1967, international
staff of the Welfare Administration, Children's Bureau and the Vocational Rehabil-
itation Administration were brought together in one unit to administer programs
designed to supplement and complement domestic programs and to strengthen rela-
tionships with other countries as well as to further U.S. foreign policy goals.

A major segment of the international program has been the development
End support of cooperative research and demonstration projects in certain foreign
countries.
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This program, financed with U.S. mned foreign currencies derived from
the sale of agricultural cotonodities, was initiated by the Vocational Rehabilita-
tion AdminIstration in 1961. A vital adjunct to these research activities is the
interchange of experts program authorized under the International Health Research
Act. As a result of this authority, the Social and Rehabilitation Service has
arranged for the interchange of scientists and experts engaged in research between
the U. S. and countries participating in this cooperative program.

Since the beginning of the research and demonstration program in 1961,
22 projects in various aspects of mental retardation have been approved by the
Division of International Activities. The range of research interest is very
broad encompassing both medical and non-medical projects as well as clients of
all ages. Types of projects that are now in progress include: investigations
concerning the incidence of phenylketonuria; experimentation with new techniques
for training the mentally retarded; and investigations on the medical, psycho-
logical, social and cultural aspects of mental retardation. During the past year,
projects dealing with mental retardation were approved in Celon, India, Israel,
Poland and Tunisia.

The Administration on Aging

1. Older Americans Act - Title III Program

Title 111 of the Older Americans Act of 1965 provides for funds from the
Administration on Aging to stimulate the establishment of a single agency in each
State to be responsible for the coordination of all State activities and programs
in aging. Once the governor has designated such an agency and the State plan has
been approved, allotments are made to the State. The State, in turn, makes grants
to public and nonprofit private agencies for (1) conmunity planning and demonstra-
tion of programs in aging; (2) for demonstration of new programs or activities
beneficial to older people; (3) training special personnel for such programs; and
(4) establishment of new or expansion of existing programs, including senior
centers.

Under a Title III grant, the Boulder River Junior Chamber of Commerce,
in Boulder, Montana, is operating a project called "Senior Citizens Conducting
Programs for the Mentally Retarded Aged." The program was initiated because
existing services and programs at the Montana State Training School and Hospital
were focused on younger residents and the older population was being neglected.

During the first year of the project six older people were trained to
provide services to over 100 mentally retarded aged at the School. As a result
25 of these aged residents were placed in the conrnunity during the year, some in
fulltime jobs and a few in nursing homes. During the second year, two additional
older people were recruited and trained to work at the School and a part-time
social worker was added to the project staff to help place and follow-up mentally
retarded aged who return to their home communities. The project expects to return
about 30 additional residents from the group to their coranunities by the end of
the year.

2. Older Americans Act - Title IV Program

Title IV of the Older Americans Act authorizes the Administration on
Aging to make direct grants or to contract for research and demonstration projects
of national or regional interest and value. Under a Title IV grant to the Com-
munity Service Society of New York, a demonstration project is being conducted on
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Staten Island in the recruittoent, training, placement and retention of older
peopie as volunteers in consounity service. Of the 256 volunteers, with an average
age of almost 70, currently active in the program, 130 are serving at the Willow-
brook State School, a 6,000-bed institution for the mentally retarded of all ages.
Thirty-nine of the volunteers have been working at Willowbrook more than 21/2 years.

Volunteers serve from 4 to 6 hours one or two days a week and perform
such functions as feeding and playing with babies and young children, helping in
the school rooms, and in the occupational therapy programs, sewing, stamping
garments, and repairing toys and furniture in the shops. In addition, a group
of women mend clothing for the School at the Stapleton Senior Center, and a folk
dance group from another center visits the School once a week to teach dancing to
teenage residents of a specially selected ward.

3. The Foster Grandparent Program

The Administration on Aging also administers the Foster Grandparent
Program under contract with the Office of Economic Opportunity. The Foster
Grandparent Program recruits and trains low-income men and women over 60 years
of age to serve as foster grandparents to children in institutional and community
settings. "Grandparents" provide two hours of individual attention to each of
two children daily, and usually work five days a week.

In December 1968, there were 68 projects in 40 States and Puerto Rico.
About 8,000 children--5,500 of whom are mentally retarded--in 203 institutional
and community settings are served by 4,000 foster grandparents. Over 120 commun-
ities are affected by the program and many more have expressed interest in devel-
oping a project.

The work of the foster grandparents is entirely child-related, on a
one-to-one basis, and aimed at providing personal attention to neglected and
deprived children, not to relieve institution staff of routine care tasks.
Administrative staff of institutions for the mentally retarded report that the
children show improvement in self-care skills and motor skills and that, in
addition, the positive results which the children show often serve to raise the
morale of the institution staff.

There have been quite a few evaluations of individual Foster Grandparent
projects within the past two years. All of them conclude that, based on the
project studied, the program is a viable one which has great potential for further
expansion and growth. The report of the findings of a two-year study of the
program at the Denton State School, Denton, Texas , conducted by Dr. Hiram J.
Friedsam and Mr. H.R. Dick, North Texas State University, concludes:

"No matter how fleeting the contact or how limited
the carryover, the program does enrich the lives of
the children it touches, and anyone who is familiar
with institutions for retarded children will not
judge tills to be a minor success."

In one project for retarded children, seven children achieved the level
of functioning that enabled them to enter Head Start classes; four were admitted
to spocial education classes; one boy thought to be retarded was enrolled in
sunnier Head Start and then registered for a regular classroom program. In another
project, "Grandparents" are working within a public school, enabling retarded
children to attend regular classes.

Grandparents are forming a link between the comunity and the institutions,
bringing the outside in to the children and bringing to the community a new
attitude on the subject of mental retardation.
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Further information may be obtained from the Comnissioner, Administration
on Aging, Social and Rehabilitation Service, Department of Health, Education, and
Welfare , Washington, D.C. 20201, or the Office of Older Persons Frogmen, Office of
Economic Opportunity, Washington, D.C. 20506.

Children's Bureau

Introduction

The concern of the Children's Bureau for mentally retarded children and their
families stems initially from its responsibility under the Basic Act of 1912 to
"invest igate and report on all matters pertaining to the welfare of children and
child life." In the first 6 years of its existence, three of the major studies
produced by the Bureau dealt with mental retardation.

The passage of the Social Security Act in 1935 and the assignment to the
Bureau of the added responsibility of administering Federal grants for maternal
and child health, crippled children, and child welfare services , emphasized the
principle that all of the people, through the Federal government, share with the
State and local governments responsibility for helping to provide community ser-
vices that children need to have for a good start in life. The Social Security
Act also afforded the Bureau an opportunity to help the States develop demonstra-
tions and special programs in areas where there were gaps in services.

As recently as 1954, maternal and child health activities in the Children's
Bureau on behalf of mentally retarded children and their families were extremely
limite0. Many local public health nurses were reporting suspected mentally re-
tarded 7.hildren in their caseloads, but for the most part, they had few or no
resources for establishing a diagnosis. By age groups, the greatest gap in avail-
able services was in relation to infants and preschool children. It appeared that
many of the services that were lacking could best be provided through program
emphasis within the framework of the maternal and child health program. The basic
interests of this program - that is, preventive health services, child health
supervision, growth and development and the fostering of good parent-child rela-
tionships - are also the basic interests of a program for mentally retarded
children.

It was on this basis and to achieve these goals that the Congress for fiscal
year 1957, increased the Children's Bureau's annual maternal and child health
appropriation and earmarked $1 million specifically for special projects serving
this group of children. The Appropriations Committee also expressed the hope
that an additional million dollars of the increase, which was to be distributed
to the States on a regular formula basis, would be used to implement services for
the mentally retarded. The enactment of P.L. 88-156 in 1963 increased the author-
ization and has resulted in increased appropriat ions both for special pro jects
for mentally retarded children and in the amount of regular formula funds desig-
nated for this purpose. P.L. 89-97, "Social Security Amendments of 1965," made
further improvements, including the provision of grants for the training of
professional health personnel to work with crippled children, particularly the
mentally retarded and those with multiple handicaps.

P.L. 89-97 also made available project grants to provide comprehensive health
care and services for children and youth of preschool or school age, particularly
in areas with concentration of,low-income families. The appropriation for the
fiscal year 1966 for this program was $15 million ; for fiscal year 1967 $35
million ; for fiscal year 1968 $37 million; and for fiscal year 1969 $39 million.



72

Mentally retarded children and their families are also aided by the
Children's Bureau's program of child welfare services. The goal of this program
is the provision of "public social services which supplement, or substitute for,
parental care and supervision for the purpose of (1) preventing or remedying, or
assisting in the solution of problem which may result in, the neglect, abuse,
exploitation, or delinquency of children, (2) protecting and caring for homeless,
dependent or neglected children, (3) protecting and promoting the welfare of
children of working mothers, and (4) otherwise protecting and promoting the wel-
fare of children, including the strengthening a their own homes where possible,
or, where needed, the provision of adequate care of children away from their
homes in foster family homes or day-care or other child-care facilities." The
States used grant-in-aid funds for child welfare services, authorized by the
Social Security Act, early in scattered instances to provide services in behalf
of retarded children, including foster care, and for child welfare workers who
gave some service to this special group of children. It was not until 1957,
however, that special child welfare staff was provided by the Children's Bureau
to assist the States in providing services to these children. The years since,
as part of the Bureau's overall effort to reach out to special groups of children,
have seen substantially increased child welfare services extended to the mentally
retarded. Although programs for the mentally retarded have developed markedly,
a considerable need for service to this group remains.

A further impetus to improving care of retarded children was provided by the
Child 1?elfare Research and Demonstration Grants Program authorized by the Social
Security Anmndments of 1960 and by the Maternal and Child Health and Crippled
Children's Services Research Projects authorized by the 196 3 amendments. Some
of the program research conducted under both of these programs pertains to mentally
retarded children.

The Child Health Act of 1967, which is included in P.L. 90-246, :the "Social
Security Amendments of 1967," makes provision for the following; (1) increased
authorizations for child health under Title V; (2) services for reducing infant
mortality and otherwise promoting the health o f mothers and children; (3) family
planning services; (4) continuation of the programs of maternity and infant care
project grants and of comprehensive grants for the health of preschool and school-
age children; (5) new dental health service projects; (6) emphasis on early
identification of health defects of children; and (7) broadening the scope of
research and training authorlzations. Reducing the incidence of mental retarda-
tion and improving care to mentally retarded children are among the objectives of
these provisions.

The "Social Security Amendments of 1967" authorize grants to States for
services to families and children receiving Aid to Families with Dependent Chil-
dren (AFDC). Based on each such family's special circumstances and requirements,
services are provided for assisting the family to obtain or retain capability for
self-support and care, maintain and strengthen family life and foster child devel-
opment. Handicapped children and their families receiving AFDC are included in
this program.

I. Preventive Services

A. Maternity and Infant Care Projects

The rei rt: of the President's Panel on Mental Retardation emphasized the
interrelationships of lack of prenatal care, prematurity, and mental retardation.
A recent major emphasis in Children's Bureau programs has been the Maternity and
Infant Care Projects, authorized by P.L. 88-156, "Maternal and Child Health and
Mental Retardation Planning Amendments of 1963." This law provides for a new
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authorization for project grants to meet up to 75 percent of the cost of projects
for the provision of necessary health care to prospective mothers who have, or
who are likely to have, conditions associated with childbearing which increase the
hazards to the health of the mothers or their infanta, and whom the State or loeal
health department determines will not receive necessary health care because they
are from low-income families or for other reasons beyond their control. In addi-
tion, the legislation provides for medical and hospital care for premature infants
and other infanta at risk. Late in fiscal year 1964, $5 million was appropriated
for this program, and eight projects were approved. For fiscal year 1965, $15
million was appropriated; for fiscal year 1966, $30 million, for fiscal year 1967,
$30 million; for fiscal year 1968, $30 million, and for fiscal year 1969, $36
million. By the end of December 1968, 53 projects were in operation.

P.L. 90-248 extends the program of maternity and infant care projects until
June 30, 1972, after which they become a special part of each State health ser-
vices plan. The new legislation continues the intent to help reduce the incidence
of mental retardation and other handicapping conditions caused by complications
associated with childbearing, and in addition calls for services for helping to
reduce infant and maternal mortality. It also adds authority for projects for
intensive care of infants and for family planning services.

B. Phenylketonuria and Other Metabolic Diseases

A second major emphasis in prevention within the past few years has been in
relation to phenylketonuria (PHU). This inborn error of metabolism has in the
past been responsible for one percent of the population in our State institutions
for the mentally retarded. By detecting families with the condition and by
placing young infants with the condition on a special diet, mental retardation can
usually be prevented. The Children's Bureau had been working with State health
departments in developing and trying out various screening and detection programs,
developing the necessary laboratory facilities, and assisting States in providing
the special diet and follow-up programs for these families. When the Guthrie
inhibition assay method for screening newborn babies was developed, the Children's
Bureau supported field trials of this test. More than 400,000 newborn babies in
29 States were screened, and 39 cases of PKU were found, an incidence of almost
one in 10,000.

The Children's
ing infants for PKU.
lative requirement,
the end of December

Bureau is now urging that all States have a program for screen-
Although such a program may be initiated without a legis-

in many States laws have been enacted on this subject. As of
1968, 43 States had such laws, most of them making screening

for PKU mandatory. The 43 States are:

Alabama Illinois Missouri Oregon
Alaska Ind iana Montana Pennsylvania
Arkansas Iowa Nebraska Rhode Island
California Kansas Nevada South Carolina
Colorado Kentucky New Hampshire Tennessee
Connecticut Louisiana New Jersey Texas
Florida Maine New Mexico Utah
Georgia Maryland New York Virginia
Hawaii Massachusetts North Dakota Washington
Idaho Michigan Ohio West Virginia

Minnesota Oklahoma Wisconsin

As more children with PKU are found, the problems relating to treatment
vices are receiving increased attention. Funds were granted for planning a
5-year collaborative study of treated phenylketonuric children, for purposes

ser-

of
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increaaing knowledge of methods of treatment of children with thia disease; this
study is now under way, with a number of clinica participating. A grant has also
been made to develop a reference and standard service for phenylalanine determina-
tions needed in screening and treatment. In April 1966, an important meeting
was financed by the Children's Bureau to discuss WU screening and treatment
problems, pathogenesis of the disease, and other relevant topics. The proceedings
of thia Conference have been published under the title, "thenylketonuria and Allied
Metabolic Diseases." "Recommended Guidelines for PKU Programs" have also been
prepared to make known the Children's Bureau recommendations for a comprehensive
PKU program.

Interest is also increasing in metabolic diseases other than PKU that lead
to mental retardation. The Children's Bureau is continuing to support a study
of the clinical application of screening tests to detect galactosemia, maple
syrup urine disease, and histidinemia. Also, support is being given to studies
of new approaches to broader screening methods; for example, support is being
given to a study which would make available a battery of automated tests for
screening metabolic diseases. In addition, field trials are being conducted of
a simple method to determine elevations of 10 different amino acids, for detec-
tion of metabolic disorders.

C. Lead Poisoning

In the area of prevention, increasing attention is being paid to lead poison-
ing. Despite present-day manufacture and use of lead-free paint, many children
become mentally retarded or suffer other damage from ingestion of chips of lead-
containing paint from walls and woodwork in old, dilapidated housing. A
publication, "Lead Poisoning in Children," addressed to public health workers,
has been prepared, suggesting -a program of prevention, casefinding, follow-up
of cases, and other measures to cope with this problem. Some of the Children and
Youth projects have had a special interest in finding and treating children with
lead poisoning.

D. Immunizations

From experience with immunization of children against diphtheria, tetanus,
and pertussis, and against measles, it has been learned that special efforts need
to be made to reach children in the law-income neighborhoods of many cities. To
achieve the maximum effect when the rubella vaccine is licensed, therefore, a
major public health program will have to be launched. As a firat step in this
direction, the Children's Bureau prepared and distributed a brochure on the sub-
ject of Rubella.

E. Familial Mental Retardation

Interest is increasing in mental retardation associated with poverty. The
Children's Bureau has published "Children of Deprivation," a report of a project
at the University of Iowa dealing with this problem, and some of the Children's
Bureau-supported mental retardation clinics are now showing more active concern
with this cause of mental retardation.

II. Baaic and Supportive Services

A. Casefinding and Screening

The Children's Bureau has, from the beginning of its work in financing
program for retarded children, emphasized the importance of early detection and
casefinding. Preference to young children as new cases has been encouraged in
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the clinics supported by Children's Bureau funds. In recent years training,
particularly for nurses, has emphasized the skills necessary for early detection.
"A Developmental Approach to Casefinding with Special Reference to Cerebral
Palsy, Mental Retardation, and Related Disorders," written by a nurse, was pub-
lished in 1967 to provide a tool for developing such competency.

B. Clinical Services

Support of clinical services for mentally retarded children is one of the
most important uses for Children's Bureau mental retardation funds. The services
provided include diagnosis, evaluation of a child's capacity for growth, the
development of a treatment and management plan, interpretation of findings to
parents and follow-up care and supervision. As of the end of November 1966, of
the almost 200 mental retardation clinics in the country, the staff and services
of 135 were supported in whole or in part by Children's Bureau funds. The
Children's Bureau-supported clinics served approximately 40,000 children in fiscal
year 1966. Somewhat over one-third of the children new to the program were under
5 years of age. During fiscal year 1967 and 1968, the number of Children's
Bureau-supported clinics increased; by the eni of fiscal year 1968 there were
150 such clinics serving approximately 43,000 children. The total number of
mental retardation clinics in the United States is now 235.

The Children and Youth projects authorized by P.L. 89-97 offer an opportunity
for providing increased services to mentally retarded children in the areas
served by the projects. As of the end of December 1968, 58 Children and Youth
projects were in operation. These projects provide comprehensive health services
for children especially those living in areas with concentrations of low-income
families.

C. Crippled Children's Services

Since enactment of the Social Security Act in 1935, the Federal government,
through the Children's Bureau, has assisted the States in providing services to
crippled children. Although exact data are not available, it is known that rela-
tively few mentally retarded children were cared for in these programs prior to
1963. The enactment of pa. 8F-156, providing for increased funds for the
crippled children's program and for the earmarking of some of the funds specifi-
cally for mentally retarded children, has resulted in more attention being paid
to physically handicapped retarded children. In some States, the definition of
crippling conditions is being broadened to include conditions for which services
had not hitherto been given. Soze children who would formerly have been turned
away are now being given services.

An important use of the expanded funds available for mentally retarded
crippled children is in providing services for institutionalized children; for
example, orthopedic services not hitherto available to these children. In
addition, the Children's Bureau staff itself has provided some consultation to
the institutions, particularly in the fields of nutrition and physical therapy
and to some extent in nursing.

A recent development has been a broadening of the scope of services to give
more attention to children who are both physically handicapped and mentally re-
tarded, children who have several physical handicaps, and children with serious
learning disorders. Some mental retardation clinics are showing increased
interest in serving these children and a number of special clinics, financed by
Children's Bureau funds, have been set up.

Another use of Crippled Children's funds in the mental retardation field is
a study and damonatration project now under way concerning the speech and language
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skills of mentally
retarded children.

In 1966,
over 20,000 children

with diagnoses of various forms of mental re-
tardation received

medical services in the Crippled
Children's program. The 1967

amendments to the Social Security Act
require that State

plans for Crippled
Children's

services provide for more vigorous
efforts to

screen and treat children
with disabling

conditions. This provision
should result in an increase in the

number of
mentally retarded

children identified
and treated.

D.
Cytogenetic and

Biochemical Laboratory Programs
A new use to

which some of
the Children's

Bureau funds earmarked
for mental

retardation are being put is
in the area of

cytogenetic and
biochemical laboratory

services.
Project grants

have been approved
which establish such programs as

extensions of
clinical services at hospitals

or medical schools.
Projects include

chromosome analysis
and diagnosis

of various medical
conditions which may be

genetic and result in mental
retardation. On the basis of

these analyses, coun-

seling may also
be given to parents seeking advice on genetic

questions. The
biochemical

laboratories may also do
continuing monitoring

of patients with
metabolic diseases.

Training.in medical
genetics is also

an important aspect of
many of these

projects. By the end .of
December 1968, 20 such projects had been

approved. In March 1966
a group of experts

in this field
was called in to dis-

cuss and make
recommendations on present and

future Bureau
programs in this area.E. Dental Programs

Programs for the
dental care of

handicapped children,
including the mentally

retarded, have been encouraged in the past;
but dental care will be given new

support as a result of the 1967
Social Security

Amendments. These amendments
authorize support of up to 75

percent of the cost of projects to provide compre-
hensive dental

health services for children
from low-income families. No

appropriation for this program
was made for fiscal

year 1969.
F. Family and Child

Welfare Services
The Children's

Bureau administers
child welfare

services funds
authorized by

the Social Secmrity Act,
as amended, for

the purpose of
cooperating with State

public welfare
agencies in

establishing, e/Oending
and strength,ming

child welfare
services. These funds

are allocated to States on a formula
basis. The appropria-

tion for fiscal
year 1969 was $46

million.
Although none of these funds are

earmarked especially
for serving the

retarded, mentally
retarded children are

provided these services. Child welfare services, which
can benefit the mentally

retarded and their families,
include parent

counseling, homemaker
services, day

care services,
foster family care, care in

group homes, adoption
services, ser-

vices to unmarried
mothers, and certain

institutional
pre-admission and aftercare

services.

At the present
time, all State

public welfare
programs provide some child

welfare services for mentally
retarded children.

By conservative
estimates of

the Children's Bureau, 45,000
mentally retarded

children receive child welfare
services from public welfare agencies.

The "Social
Security Amendments

of 1967" authorize
grants to State public

welfare agencies for providing
services to families

and children
receiving Aid to

Families with
Dependent Children.

Federal funds are authorized
to pay 85 percent

of State costs
for these services

through fiscal year 1969.
After July 1, 1969,

Federal funds are authorized to pay for 75
percent of State costs. This program,

also administered by the Children's
Bureau, will bring

increased attention to the

t32
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the special needs of the estimated 131,000 AFDC children who are mentally retarded
and to the family conditions in which mental retardation is often rooted.

Following are examples of developments related to the extension and improvement
of family and child welfare services to mentally retarded children and their
families:

A mental retardation specialist, during the two years since he was first
employed by a State public welfare agency, has contributed substantially to the
development of services and facilities, including specialized foster family care,
from which retarded children and their families benefit. In addition, he has been
instrumental in improving coordination among the State's prograne for the retarded.

A State on the basis of its experience in providing the range of child welfare
services through a special unit for the retarded in one locality, is now extending
increased child welfare services to retarded children and their families in other
areas of the State. In another State, the school of social work has a mental
retardation field instruction unit located in a county public welfare department.
According to the director of the county agency, this unit, which receives Children's
Bureau support, benefits the county in addition to providing a learning experience
to the students. Increased services rendered by the students to the county's men-
tally retarded and their families is one benefit. The director also points out
that the unit's emphasis on problems connected with mental retardation has served
to "sharpen up all the (agency's) workers to give this particular problem more
attention."

Several States report that with the support of a child welfare worker and
assistance provided through this service in utilizing other community resources,
parents often are able to keep their retarded children at home and keep their
families intact. One agency through group counseling has assisted parents not only
to meet the needs of their retarded children better but also to take action aimed
at development of additional community programs for the retarded.

Another State public welfare agency describes its new homemaker service proj-
ect as a "real success." This project provides 32 itinerant homemakers who special-
ize in serving families of retarded children. Through homemaker services, an over-
burdened mother can be relieved of the constant and full responsibility for the
day-to-day care of her retarded child. Frequently, she acquires new skills which
help her in better home management and in her special problems with child care.

Another important service provided by several State public welfare agencies to
assist mentally retarded.children and their families is day care service. Day care
services offer both constructive experiences for some retarded children and neces-
sary help and relief for their parents. This service often may be the key factor
in determining whether a child can remain with his family. In one State, the number
of licensed daytime activity centers for the retarded has quadrupled, from 21 to
more than 80, in about a four-year period. The State child welfare agency licenses
these centers. With concern for quality in their day care programs for the retarded,
some States have given special attention to the developnent of standards and to
training of day care personnel. The value of stronger linkage between the day care
center and the family is also receiving increased attention in many of these pro-
grams. During the past year, Children's Bureau has cooperated with the National
Association for Retarded Children (NARC) in planning and conducting a workshop on
day care services, held in advance of the NARC Annual Convention. The general pur-
pose of the workshop was to assist in the development and improvement of day care
services for the retarded.

Most States provide some Coster family care for retarded children. In all, it
is estimated that 14,000 of the retarded children receiving public child welfare
services are in foster family care.
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Some children, whoimust be cared for outside their own homes, can profit
from close interpersonal relationships and respond to the stimulation of foster
family life. Short-terl foster care at intervals or during period of crisis may
enable a retarded child's family to provide adequately for him at home for the
most part. For other retarded children, foster family care permits long-term
benefits of family life and comnunity living. Foster family care would be the
plan of choice for many children who have been placed inappropriately in large
residential facilities. lp fact, some States are giving attention to the
"exchange" of children between institutional and child welfare services programs
to assure more appropriate services for particular children.

The experience of several States illustrates that retarded children can
profit from adoption and that adoptive placement is feisible for many of these
children. An article by the Children's Bureau specialist on adoptions and ser-
vices to unmarried mothers, "The Adoption of Mentally Retarded Children," was
published in the January-February 1968, issue of CHILDREN. As some evidence of
the interest in adoption of the retarded, over 8,000 reprints of this article have
been disseminated, a large portion of this number upon request.

Family and child welfare services also may have preventive aspects in rela-
tion to mental retardation. For example, day cale or foster care for children
from certain deprived homes may,be preventive services.

Homemaker service may be preventive in nature when brought into play with
some expectant mothers nho need relief from the physical demands of caring for
other children. Protective services can reduce child abuse as a cause of mental
retardation. Services to unnarried expectant mothers can assure utilization of
proper prenatal services.

Family and child welfare workers also are in a key position with regard to
early casefinding, assistance with obtaining proper diagnosis and providing con-
tinuity of planning and services consistent with the needs of the individual
retarded child and his family.

In spite of the efforts and potential of family and child welfare services,
which have been cited, numbers of retarded children and their families need and
could profit from such services not now available. Professionally skilled staff,
new programs, and extension,of those'in existence are needed. The continuing
emphasis on community serviCes as-a means of combating mental.retardation will
place increasing demands on familY and child welfare agencies. The need for in-
creasing these services of the public welfare agencies is expressly emphasized
by the report of,the President's Committee on Mental Retardation, MR 68 Theldge
of Change.

G. Program Aids

The Children's Bureau has assisted in the production and circulation of films
on mental retardation and has also operated an exchange of educational materials
as a service to the mental retardation clinics. Since November of 1961, through
thiS exchange, well over 400 items have been distributed to each of the mental
retardation clinics in the country. Special publications have been developed which
have been in great demand. In addition, pertinent articles appearing in various
professional journals have been reprinted and distributed. During the calendar year
1968, more than 29,000 individual copies of publications were distributed in re-
sponse to requests. A recent publication, "Selected Reading Suggestions for Parents
of Mentally Retarded Children" has been very much in demand. Another new publica-
tion, "Feeding the Child with a Handicap" has also been popular.
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III. Training_of Personnel

A. Training for Health Services

Training activities for health services in the field of mental retardation,
assisted by Children's Bureau funds, have encompassed many approaches: Grants for
fellowships; support of and participation in institutes, conferences, and other
short-term training sessions; consultation on course curricula; arrangements for
clinical experience in mental retardation clinics; distribution of informational
materials to professional workers; and recently support of the university-affiliated
centers being constructed under authority of P.L. 88-164, Title I, Part B.

The following points up the wide range of disciplines involved in training
activities and illustrates the variety of training approaches.

During fiscal year 1965, the Children's Bureau funded 27 pediatric fellow-
ships in mental retardation; in fiscal year 1966, 39; and in fiscal year 1967,
26 such fellowships were funded. In nursing, assistance was given in fiscal
year 1967 and continued in 1968 to 10 university schools of nursing for their
graduate programs in maternal and child nursing, including mental retardation;
in these programs special attention is given to the nursing role in casefinding,
prevention and interventton: In.addition, in both years four of these university
schools of nursing Were given grants for continuing education courses for nurses
in mental retardation. State agencies also sponsored short-term, intensive educa-
tional programs in mental retardation for staff nurses. The Fourth National Work-
shop for Nurses in Mental Retardation sponsored by the Children's Bureau, held in
Miami in 1967, was attended by 60 nurses.

At the University of Washington in Seattle, and at the University of
Tennessee in Memphis, the Children's Bureau is supporting training programs for
nutritionists in mental retardation and handicapping conditions. In the 1967-1968
academic year, eight nutritionists were enrolled for the three-month fellowship
at the University of Washington, and one for the 18 months' program leading to a
Master's degree. In 1968 staff discussed training programs in mental retardation
at a Symposium for Research and Therapeutic Dietitians sponsored by Walter Reed
Hospital, Washington, D.C., and at a major session of the Annual Meeting of the
American Dietetic Association in San Francisco. About 450 dietitians were reached
through these two meetings.

' In the 1966-67 academic year, 45 pre-masters social work students received
their training in 19 Children's Bureau-supported mental retardation clinics from
20 graduate schools of social work; some of these students received stipends through
training projects supported by the Children's Bureau. During 1967-68, 59 students
from 19 schools of social work, received their training in 22 such clinics.
Additional students were placed in Children's Bureau-supported programs where they
could have experience with mental retardation cases; there were 90 students from
18 schools of social work in improving Maternal and Child Health and Crippled
Children's Services, with additional students placed in other Children's Bureau-
supported projects. A small number of post-masters social work students, who are
receiving stipends through Children's Bureau projects, received exposure to mental
retardation in their field placements.

Training of dentists to work with mentally retarded children was stimulated,
as was the training of psychologists, occupational therapists and physical
therapists. In the latter two fields, special project grants to the University
of Florida for occupational therapy and the University of North Carolina for
physical therapy, to enhance the preparation of therapists for service to multi-
handicapped children, are in their third year of development. In occupational
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therapy, grants to Boston University and the University of Southern California
are facilitating the development of graduate programs with emphasis on evaluation
of and programming for handicapped children including the mentally retarded.
During 1968, the proceedings of two seminars for occupational therapists on
perceptual-motor dysfunction were reprinted and widely distributed. Staff members
in both disciplines are being added to increasing numbers of university-affiliated
facilities to expand the training of future therapists, in an interdisciplinary
setting, for service to mentally retarded children and their families.

Children's Bureau special project funds support academic training in speech
pathology and audiology in 5 universities, both for faculty and for stipends to
31 students seeking an M.A. or Ph.D. degree. Another university training program
in communicative disorders supports faculty in pediatrics and otolaryngology as
well as in.apdiology and speech pathology. A clinical fellowship program in
pediatric-audiolbgy has been expanded from 1 to 3 universities. All these training
programs include a mental retardation component.

Medical genetics represents a new field of training which was begun in fiscal
year 1965 and extended in subsequent fiscal years. Training programs, as part of
the cytogenetic and biochemical laboratories, were set up for physicians and bio-
chemists to specialize in aspects of medical genetics, particularly in cytogenetics,
metabolic disease, and endocrinology.

The 1965 amendments to the Social Security Act made additional provision for
grants for training purposes to be administered by the Children's Bureau. The
amendments authorized appropriations for grants to be made to public or other
nonprofit institutions of higher learning "for training professional personnel
for health and related care of crippled children, particularly mentally retarded
children and children with multiple handicaps." The amounts appropriated for this
program, $4 million in fiscal year 1967 and $7 million in fiscal year 1968, were
used primarily to support training in the university-affiliated centers.for
diagnosis and treatment of the mentally retarded. For the fiscal year 1969,
$9 million was appropriated for this program.

The new Section 511 of the Social Security Act as amended in 1967 replaces and
expands the training authority to include all personnel involved in providing
health care and related services to mothers and children, with special attention
to undergraduate training. This amount, supplemented by special project funds
from the MCH and CC programs, was used primarily to develop and support programs
of interdisciplinary training in 22 universities. These university-affiliated
programs are developing a variety of training approaches for the many disciplines
involved in caring for the retarded child.

B. Training for Child Welfare Services

States are urged to provide educational leave for the training of child
welfare staff. Grant-in-aid funds may be used for this purpose. All States have
structures for a staff development program, including orientation, inservice
training, and educational leave. These programs contribute to the overall in-
crease of child welfare staff which is better able to serve the mentally retarded.

The 1962 Amendments of the Social Security Act provided a new avenue for
augmenting the supply of trained child welfare workers by establishing grants for
child welfare training projects. This program provides grants to public and other
nonprofit institutions of higher learning for special projects for training
personnel in the field of child welfare, including traineeships to students.
Training for child welfare services to the mentally retarded and their families
is included in this program.
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While facts on this program are not available for the current academic year,
during the 1967-68 school year five projects were funded to provide social work
field instruction units in mental retardation settings. Thirty students were

trained in the five units. Twenty-nine students receiving child welfare trainee-
ships through this program were also placed in mental retardation settings by
19 schools of social work. For that academic year, also, information from schools
of social work indicates that more than 75 child welfare-related mental retarda-
tion agencies were providing field instruction experience for over 200 students.

One State in cooperation with a school of social work completed a project
for the training of foster parents of the mentally retarded during 1968. A total
of 71 foster parents registered for this training project which W8S supported by
a child welfare training grant from the Children's Bureau. Over 400 copies of
the final report of the project were disseminated to schools of social work,
State departments of public welfare, and other interested individuals.

IV. Research

The Children's Bureau Clearinghouse, which maintains an inventory of current
research relating to children, recently revised its publication, "Research
Relating to Mentally Retarded Children"; this is a listing of the mental retarda-
tion studies reported to the Clearinghouse during the period 1949-1965, including
references to published reports.

Two research grant programs administered by the Children's Bureau can be
used for program research assisting mentally retarded children:

A. Child Welfare Research and Demonstration
Grants Program

The Child Welfare Research and Demonstration Grants Program, authorized by
the Social Security Amendments of 1960, provides financial support for special
research or demonstration projects in child welfare which are of regional or
national significance, and for special demonstrations of new methods or facilities
which show promise of substantial contribution to the advancement of child welfare.

Since community support is vital to improvement of child welfare services,
an important function of several projects is to develop support through interpre-
tation and communication of the'problems that many children face, ranging from .
shattered families to mental retardation.

Projects relating to mental retardation which have been completed include:
(1) a demonstration to test the feasibility and value of foster home care for
deprived mentally retarded children; (2) a demonstration, training, and service
project designed to test the feasibility of training and using unskilled personnel,.
as aides to professional personnel in caring for retarded children in the areas of
homemaking and child care, physical medicine and nursing care, speech therapy,
play activity, and auxiliary maternal care; (3) a study of specialized foster
home care for deprived mentally retarded children; and (4) a study of existing
laws and their administration applicable to children suffering from mental dis-
orders, including their commitment, care, and guardianship.

A grant was made to Howard University for a project to determine how much a
day-care program, plus parent education activities, can accomplish to offset
intellectual and social disadvantages encountered by environmentally deprived
children on entering public school. The research component of the pioject was
carried out by the Children's Bureau. Recently, the entire project was transferred
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to George Washington University.

During fiscal year 1969, the Child Welfare Research and Demonstration Grants
Program will be supporting 8 other projects with mental retardation elements.
Three are day-care centers which attempt to develop pechniques for supplementing
the early experience of underprivileged children. These centers are located at
Syracuse University, University of North Carolina, and at Cambridge, Massachusetts.
The latter is sponsored by the KIA Corporation, and is an attempt to evaluate
the feasibility of combining Federal and industrial funds in such a venture.
Another grant is tothe School of Applied Social Sciences at Case Western Reserve
University to run a neighborhood multi-service center. One project deals with
abused and neglected children, another with law, mental disorders and juvenile
processes. The last two studies relate to work with infants and preschoolers
who are prone to become mentally retarded with reasons other than genetic or con-
genital factors. As the vast majority of mentally retarded children appear to
hive functional retardation an increased effort has been launched to develop
feasible programs of prevention. A study with the Family Service Association of
Nassau County is aiding the cognitive growth and development of preschool children
using a special day-care program combined with work with parents. At the Univer-
sity of Florida a special 'study is focusing on using child development aides who
teach mothers how to stimulate and motivate their infants and toddlers without
the necessity of placing them in a day-care group program.

B. Maternal and Child Health and Crippled
Children' 0 Services

The purpose of this research grant program, authorized by the Maternal and
Child Health and Mental Retardation Planning Amendments of 1963, is to support
studies that show promise of making a substantial contribution to the advancement
of health programs for mothers and children. Programs for mentally retarded
children may be included in these studies.

In the area of mental retardation, projects have been funded which will study
ways to improve amounts and quality of prenatal care. These are an effort to
reduce the occurrence of prematurity and as a means of preventing mental retarda-
tion due to these causes. Several projects supported in various schools of
medicine have as their objective an evaluation of methods for screening children
for metabolic and other inherited diseases which can lead to mental retardation.
They also seek to develop procedures for screening preschool children for
neurological damage and psychological deviancy.

In one project, a major step may be achieved in alleviating the critical
shortage of trained professional psychologists. This project will teat, in
selected mental retardation clinics throughout the country, a plan for utilizing
nonprofessional personnel. Another major study that has been funded proposes to
uncover every case of mental retardation in a well-defined population. The
prevalence of mental retardation and its relation to social, economic, and demo-
graphic characteristics of the individual and his household will be investigated
in the hope of uncovering etiological relationships.

The final report of a study entitled "Medical Needs of Children in Institu-
tions for the Mentally Retarded" makes clear that some State institutions are
failing to provide the necessary services to meet the health and medical needs of
the mentally retarded child. Suggestions are made to correct this long-standing
problem using the financial resources of the State and the medical personnel in
the local community.

The Retarded Infanta ServiCe of New York has completed its report entitled
"Feasibility of Training and Using Unskilled Personnel aa.,Aides to Professional

F28
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Personnel in Caring for Retarded Children." This study is a pioneering effort
in using aides in a variety of service programs concerned with mentally retarded
children and has wide applicability. Still another study examines intensively
the sequelae of infants and toddlers with congenital rubella and another study
will follow up low birth-welght infants.

During fiscal year 1969, the Meternal and Child Health and Crippled Children's
Services Research Grants Program will be supporting 10 projects with mental re-
tardation elements or components. One new study will undertake the treatment of
serotonin deficiency in children with Down's Syndrome.

The "Social Security Amendments of 1967" provide that after June 30, 1968,
special emphasis shall be given to research projects which will study need for,
feasibility, costs and effectiveness of use of health personnel with varying

levels of training.

Medical Services Administration

The Medical Services Administration (MSA) is the agency responsible for the
administration of Title XIX of the Social Security Act.

The Mental Health Branch, Health Services Division, MSA, has the responsi-
bility for the mental retardation activities in conjunction with the medical
assistance program.

The mentally retarded who meet a State's eligibility requirements for the
medical assistance program may receive the same benefits in terms of medical care,

as any other recipient. The amount and scope of medical services depend on the

individual State plan.

The mentally retarded who are determined eligible may also benefit from the
Social Security Amendment'of 1967, under assistance in the form of institutional
services in Intermediate Care Facilities.

During the fiscal year July 1, 1967, to June 30, 1968, approximately
$30,000,000 in Federal funds was awarded to 5 States through Title XIX for payment
of medical services and skilled nursing services provided to the mentally retar-
ded. Those States receiving assistance were: Pennsylvania, Wisconsin, Texas,
Kansas and Oklahoma.

Rehabilitation Services Adminiatration

Introduction

The Rehabilitation Services Administration is responsible for a broad range
of programs designed both for the provision of diagnostid, treatment, and rehabili-
tation services for the mentally retarded, and for the support of special facilitiea
and activities to expand and improve national resources for serving the mentally

retarded. These programs include the State-Federal vocational rehabilitation pro-
gram, as well as special project grants for the expansion and innovation of
vocational rehabilitation services; the improvement of State residential institu-
tions and sheltered workshops for the mentally retarded; the planning and con-
struction of rehabilitation facilities and sheltered workshops, the construction
and staffing of specialized community facilities, and the construction of university
affiliated facilities for the mentally retarded; and training for professional,
supportive and technical personnel already engaged or preparing to engage in
occupations in the care and rehabilitation of the mentally retarded.
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These diverse activities are unified by the common goal and objective of
assisting mentally retarded individuals to achieve and maintain the maximum per-
sonal, social, and economic competence of which they are capable. Underlying
these activities is the continuing concern for expanding the opportunities and .

resources available to tbe more severely mentally retarded.

I. Basic and Supportive Services

A. Vocational Rehabilitation ServiCes

Under the public rehabilitation program, grants are made to State vocational
rehabilitation agencies to assist them in providing rehabilitation services to
mentally and physically disabled individuals who have substantial employment handi-
caps and who can reasonably be expected to be rehabilitated into gainful employ-
ment. Anong the services provided by State vocational rehabilitation agencies are
comprehensive medical, psychosocial and vocational evaluation; physical restore-
tion; counseling; adjustment, pre-vocational and vocational training; maintenance
and transportation during the rehabilitation process; placement in suitable employ-
ment; services to families of handicapped people when such services contribute sub..
stantially to the rehabilitation of the handicapped client; recruitment and training
services to provide new careers for handicapped people in the field of rehabilita-
tion and other public service areas; and follow-up services to assist handicapped
individuals to maintain their employment.

Of the 207,918 disabled people rehabilitated through the State-Pederal program
in fiscal year 1968, approximately 19,100 were characterized by the primary dis-
ability of mental retardation. Looking ahead, it is projected that about 26,000
retardates will be rehabilitated through the public program in fiscal year 1969.

There are many ways in which State vocational rehabilitation agencies have
been organizing and developing their services for tbe mentally retarded. Basic to
the vocational rehabilitation effort has been the growing reliance on counselors
and other vocational rehabilitation staff who work only with retarded clients.
This specialized staff may be assigned to local vocational rehabilitation offices,
schools, institutions, sheltered workshops, or other facilities serving the men-
tally retarded. By concentrating their attention on the mentally retarded clients,
these counselors are successfully developing rehabilitation.plans based on the
special problems of the retarded and are able to be broadly responsiVe to the needs
of both the client and his family. As special vocational rehabilitation programs
and facilities for the retarded continue to be developed and expanded, the number
of specialized counselors within State vocational rehabilitation agencies continue
to increase.

The sPecialized vocational rehabilitation staff working with the mentally re-
tarded has been particularly effective in the development of cooperative vocational
rehabilitation-school programa designed.to assist the retarded young person to make
a satisfying transition from school to work. These cooperative school programs are
found in many communities throughout the country and have greatly strengthened both
special education and vocational rehabilitation efforts with the mentally retarded.
The cooperative program structure varies from State to State, and the variety of
approaches ia extraordinary. In some States, program administration is Statewide
and in others there are individual agreements with individual school districts.
Same programs function only to serve the mentally retarded and others include
youth with all kinds of disabilities. In some States, only vocational rehabilita-
tion and special education are administratively involved, while in others repre-
sentation includes vocational education.

0
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Moat cooperative arrangements have brought about the development of voca-
tionally oriented curricula within the schools. All of them, however, provide
for a comprehensive evaluation of the retarded young person's vocational rehabili-
tation potential; the provision of personal adjustment and pre-vocational train-
ing; counseling; on-the-job training and work experience; job placement, follow-
up and related vocational rehabilitation case services.

The number of retarded young people enrolled in cooperative vocational re-
habilitation work-study programs is increasing steadily as new programs are
developed. An estimated 6,600 are enrolled in Florida; 4,180 in Texas; 3,960 in
Georgia; and 3,300 in California. These cooperative programs have proven themselves
effective in reducing the school dropout rate of retarded youngsters and have pro-
vided a technique for continuous service to youngsters during the school years
when they are best able to benefit fram them.

Another emphasis of State vocational rehabilitation agencies has been the
establishment of rehabilitation facilities, such as comprehensive rehabilitation
centers, evaluation centers; oncupational training centers, workshops, half-way
houses, and other specialized facilities serving the mentally retarded. Such
rehabilitation facilities may be established by State rehabilitation agencies, by
the State agency in cooperation with other public agencies, or by other public or
private agencies.

State vocational reha ilitation agencies may assist in the construction of
rehabilitation facilities ,n a variety of ways. They may construct new buildings;
alter, expand or renovate existing buildings; purchase necessary equipment; and
provide initial staffing support for a period of 4 years and 3 months. In some
cases, State agencies provide direct grants to the facilities fram State appro-
priated funds. In other cases, local facilities and workshops are supported by
means of private contributions which may be used for Federal matching.

The rehabilitation of the mentally retarded is a major concern of the State
agencies and this concern is evidenced both in programa directed specifically at
serving the retarded and in programa in which the retarded are served in addition
to other special groups of individuals. Projects for groups, such as Selective
Service rejectees, welfare clients, public offenders and the economically disad-
vantaged have demonstrated a high incidence of mental retardation and have resulted
in considerable service to the mentally retarded. By participating in multi-service
centers, concerted services projects, pilot neighborhood activities and similar
efforts, State rehabilitation agencies are extending their services in order to
reach and rehabilitate greater numbers of retarded persons living in both rural and
urban poverty.

Recent years have aeen the development of many new job opportunities for the
mentally retarded. Under a jointly sponsored Rehabilitation Services Administra..
tion-U.S. Civil Service Commission program for Federal employment of the mentally
retarded, for example, State vocational rehabilitation agencies have been certifying
retardates as qualified for existing vacancies in Federal installations across the
country since the beginning of the program.

B. Vocational Rehabilitation Service Project Grants

Special project grants for the innovation and expansion of vocational rehabil-
itation services have also been utilized to extend and improve State rehabilitation
agency efforts for the mentally retarded. Innovation grants provide the means for
State agencies to develop new programs and techniques in order to adapt to changing
needs, while expansion grants are designed specifically to increase the number of
people rehabilitated by the State agency.
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Under the Innovation Progrars, for example, a project in Idaho has made possi-
ble the remodeling of the vocational workshop center at the Idaho State School and
Hospital for the Mentally Retarded. A project in Maine, conducted in cooperation
with the Manpower Development Program, is preparing mentally retarded persons for
suitable placement. In Montana, a rehabilitation facility for both residents and
non-residents of the State training school has been supported. In Pennsylvania an
evaluation unit program for the visually handicapped mentally retarded has been
developed at a State school.

The Expansion Grant Program has supported the growth of sheltered workshop and
other facility resources for the mentally retarded in Alaska, Indiana, Louisiana,
Massachusetts, Nebraska, Oregon, and Pennsylvania. An expansion project in North
Carolina has brought special services to the mentally retarded public offender
incarcerated within the prison system; and a project in Washington has enabled a
sheltered workshop to expand its operation into a box manufacturing plant.

Within an extensive program of rehabilitation facility improvement, the
Rehabilitation Services Administration administers Workshop Improvement grants
designed to upgrade the services of sheltered workshops and other facilities by
supporting such activities as the employment of additional staff, technical con-
sultation, staff deve lopment, and the purchase or rental of equipment.

During fiscal year 1968, 171 Workshop Improvement Grants totaling $3,422,000
were awarded to sheltered workshops, many of which were affiliated with local
associations for retarded children. Workshop Improvement Grants were also awarded
to residential institutions for the mentally retarded to improve their sheltered
workshop programs.

Other rehabilitation facility improvement activities are: (1) a program of
technical assistance consultation by means of which contracts may be made with
State vocational rehabilitation agencies or with other expert consultants to pro-
vide workshops and other facilities with special consultation services; and
(2) projects to share in the cost of providing training services for handicapped
individuals in public or other nonprofit workshops and rehabilitation facilities.
Federal financial participation in the Training Services grant program may assist
in the coat of such services as training in occupational skills, work evaluation.
work testing, provision of occupational tools and equipraent necessary for training
purposes and job tryouts.

During fiscal year 1968, Training Services Grants totaling $6,000,000 were
awarded to 36 workshops serving the mentally retarded as well as other disabled
persons.

C. Social Services within Public Welfare Agencies

The Rehabilitatinn Services Administration ia also responsible for the promo-
tion and maintenance of standards for social services provided by State and local
public welfare agencies on behalf of diaabled public aasistance recipients. Such
services are directed toward strengthening individual and family life and helping
needy individuals attain the maximum economic and personal independence of which
they are capable. Among the disabled clients within the Aid to the Blind and Aid
to the Permanently and Totally Disabled Categories are an estimated 115,000
mentally retarded adults.

While there are many special problems and conditions which are of concern to
the public assistance programs, mental retardation has particular significance as
a frequent cause of economic dependency. Many of these retarded persons cannot
live in the community unless special protective ervices are provided in their
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behalf. These social services are particularly essential when family members
through incapacity or death can no longer provide a protective environment.

Homemaker services, group work services, foster family care, group and vol-
unteer services, and use of additional specialists, such as teachers, psychologists,
and counselors, can make special contributions towards meeting the needs of the
mentally retarded. Public welfare agencies are responsible for participating with
the total community in developing diagnostic treatment, training and employment
services, for the mentally retarded, end for developing basic social services to
support, encourage, and sustain the mentally retarded in areas of family and social
functioning.

The various State public welfare ageacies may elect to provide as a minimum
the following services: (a) those providing protection for the individual;
(b) those which help the client remain in or return to the cormunity; and (c) those
services appropriate for self-support. Other services -- to persons with poten-
tials for self-care, to those estranged from family, and to those who are former
.and potential public assistance applicants and recipients -- may be provided in
addition. Special programs providing homemakers, volunteers and groups services
may also be furnished in addition to the minimum services. When the States elect
to provide aese services, Federal matching in the amount of 75 percent is avail-
able to meet such costs. About two-thirds of the States have elected to provide
at least the minimum services and a further expansion of social service is being
encouraged.

D. Mental Retardation Hospital Improvement

The Mental Retardation Hospital Improvement Grant Program is designed to
assist State institutions for the mentally retarded to improve their care, treat-
ment, and rehabilitation service. The program is specifically focused on the
demonstration of improved methods of service and care, as opposed to research
exploration or the developnent of new knowledge.

Only State residential institutions for the mentally retarded are eligible
to apply for these grants. These State institutions are defined as those resi-
dential facilities under the administrative direction of State agencies respon-
sible for such institutions. The maximum amount of eupport, including direct and
indirect costs, that an institution can receive under this program for any one
budget period (usually 12 months) is one hundred thousand dollars ($100,000).
Individual projects are normally approved for no more than a five-year period.
Except in unusual instances, individual projec ts are completed within this approved
period. Projects are planned in response to high priority needs in relation to
the overall institution plan and are directed toward the ultimate improvement of
resident care throughout the institution.

An analysis of the current Hospital Improvement projects shows that a majority
of the projects is focused on specialized services for residents who will require
long-term care and treatment. A number of these projecte involve retardates func-
tioning at the severe and profound levels of retardation; some involve multiply
handicapped residents; and a few are concerned with aged residents. Detnonstration
projects for these more severely retarded and dependent residents are emphasizing
personal. development by means of self-care training, socialization experiences,
intensive tnedical diagnosis and treatment, and opportunity for improved speech.

A number of projects have focused on epecial program areas, such as prevoca-
tional training for adolescents, and programs of treatment, training, and social
habilitation. Other projects provide a diversified range of improved services,
such as placement preparation, speech therapy, medical-physical diagnosis and
treatment, recreation services, sot ial-vocational. habilitat ion diagnostic study
with improved records and program planning and use of the unit system, all of which
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enhance the development of an institution-community continuum of services.

The Mental Retardation Hospital Improvement project grant program was initiated
in 1964 as an extension of the Mental Health project grant program. By the end of
1968, 91 projects in 87 State institutions for the mentally retarded had received
awards. There are 169 eligible institutions at this time, This means that approx-
imately 52 percent of the rapidly increasing number of eligible institutions are
included in the program. All but five States had at least one grant for an insti-
tution for the retarded.

Although the program has been in operation for less than five years, it is
already clear that many of the severely and profoundly retarded residents are
benefiting. Some are able to participate in more advanced developmental programs
of the institution, and others are returning to their families and communities.
There is evidence that the success of the patients is changing staff attitudes and
"deinstitutionalizing" staff attitudes and behavior. For many institutions the
projects are stimulating improved institution-conmunity program coordination, and
making possible a more effective use of nearby community, university and college
resources.

Major emphasis in this program during the next year will continue to be placed
both on the extension of coverage to those institutions not yet involved in the
program and on the development of long-term collaborative efforts by the staffs
of the institutions receiving grants, their State mental retardation agencies, and
the Rehabilitation Services Administration. Such collaboration is being developed
so that project experience in solving problems of institutional care of the men-
tally retarded may be assessed and shared to ensure that improved methods and
techniques can be widely disseminated.

The coordination of institutional programs with community service programs and
Statewide comprehensive planning activities remains an important objective of the
Mental Retardation Hospital Improvement Program.

E. Community Services

Although Coon:unity Service projects are administered in the Office of Community
Health Service of the Health Services and Mental Health Administration, Public
Health Service, the Division of Mental Retardation within the Rehabilitation Ser-
vices Administration actively stimulates such projects and encourages their sub-
mission for competitive evaluation and support.

High priority is given project proposals directed to programs to individuals
with moderate to profound intellectual impairment through special health services
which could not usually be available through programs presently serving the general
population. Grants are available for projects devoted to: (1) new or expanding
existing programs to serve the mentally retarded and their families; (2) proposals
designed to reflect multiple agency funding when possible; (3) proposals involving
the utilization of disadvantaged persons in the program when appropriate; and
(4) those involving such activities as community-wide planning, coordination and/or
citizen participation as well as the provision of special health-related services
such as homemaker services, special therapeutic recreation, or information and
referral services.

The first area of priority is being given to projects in target cities,which
provide unmet services to the retarded in model cities, ghettos, neighborhood
health centers, family planning or 'coordinated health programs.

0(11
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II. Recent Legis lation

Special provisions in the 1965 Vocational Rehabilitation Amendments
(P.L. 89-333) assisted States in meeting the cost of providing vocational re-
habilitation services to handicapped individuals in order to determine whether
they can reasonably b*. expected to engage in gainful employment. In the case
of the mentally retarded, such services may be extended over a period of 18
months. Previously, state rehabilitation agencies were expected to determine
aftu an initial diagnostic evaluation, but prior to the rendering of any services,
whether a handicapped persIn could reasonably be expected to become employable
af ter his rehabilitation program has been completed. this provision permits
State rehabilitation agencies to work with an increased number of more severely
retarded clients, and provide them with extended evaluative services in order to
determine their real potential for ultimate employment.

Partially as a result of thie new opportunity, State rehabilitation agencies
are better able to give special attention to developing services for retarded
persons with multiple disabilities. Special programs for the mentally retarded
blind, for example, are currently being explored in a number of States.

An additional reeource for aiding in the rehabilitation of the retarded is
the authority in the Social Security Trust Funds for rehabilitation services to
selected categories of disability beneficiaries. These supplemental funds will
be especially helpful to State vocational rehabilitation agencies in serving the
Disabled Children Over Age 18 group, which contains many of the more severely
retarded with no past record of employment.

Under the Military Medical Benefits Anlendments of 1966 (P.L. 89-614) State
rehabilitation agencies are cooperating in the provision of rehabilitation services
to moderately or severely mentally retarded dependents of military personnel on
ac tive duty.

The 1967 Vocational Rehabilitation Amendments (P.L. 90-99) provided that
State plans for vocational rehabilitation must be amended.by July 1, 1969, to
ensure that no residence requirement will be imposed on eligible clients. This
means that any mentally retarded individual present in a State may be evaluated
for vocational rehabilitation without regard to how long he may have resided in
that State.

These 1967 Amendments also authorized project grants to serve disabled
migratory agricultural workers. State rehabilitation agencies and other public
or private nonprofit organizations will be able to obtain Federal aid to develop
projects which provide rehabilitation services no only to the disabled migratory
workers but also to members of his family if such services contribute to the
rehabilitation of the worker. Federal funds are expected to be available for
this program in fiscal year 1970.

In addition to broadening the scope of rehabilitation services, the 1968
Vocational Rehabilitation Amendments (P.L. 90-391) authorize a new Vocational
Evaluation and Work Adjustment Program to serve the disadvantaged, including the
physically and mentally handicapped. The Amendments also authorize projects
with industry to provide on-the-job training in work settings and eventual employ-
ment to handicapped people. Provisions are also made to recruit and train
handicapped individuals, including the mentally handicapped, in a wide range of
public service employment.

r.':::::::
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III. Training of Personnel

A. Training Grant Programs

The Rehabilitation Services Administration supports a variety of training
grant programs designed to increase both the supply and competence of professional
and subprofessional personnel qualified to provide rehabilitative, health and
other survices to the mentally retarded. Included within the training activity
are: (1) grants to educational institutions to employ faculty or otherwise expand
or improve their instructional resources (teaching grants); (2) grants to educa-
tional institutions for traineeships (stipends) to students; (3) grants to State
residential institutions for the mentally retarded and State vocational rehabili-
tation agencies for in-service staff training; (4) contracts with educational
institutions and other agencies to support short-term training programs; and
(5) grants to public and private nonprofit agencies and organizations for a
program of student work experience and training in mental retardation.

Under the Vocational Rehabilitation Act during fiscal year 1968 there were
39 lonvterm teaching grants supported at 34 different institutions or organiza-
tions, including 31 universities. There were also 6 short-term training grants
during this same period. The long-term grants supported the professional educa-
tion of specialists in social work, speech pathology, and audiology, rehabilitation
counseling and physical therapy with 278 traineeships awarded in these areas in-
cluding 4 traineeships awarded by the Research and Training Center at the Univer-
sity of Oregon. Short-term courses were largely conducted by three RSA-supported
centers for short-term training in mental retardation--University of North
Carolina, Columbia University and California State College at Los Angeles. These

courses reached 743 students during 1968. Two additional courses involved 118
more students. The total amount obligated by RSA in fiscal year 1968 for support
of training of rehabilitation personnel in mental retardation was 2,037,191. It

is estimated that the 1969 total will be about the same.

Rehabilitation Services Administration activities in fiscal year 1969 in the
field of professional preparation include:

--Maintaining level of students in graduate training programs in psychology,
social work, rehabilitation counseling, physical therapy, speech pathology and
audiology receiving specialized training in the rehabilitation of the mentally
retarded through supervised field work in mental retardation settings;

--Improvement in curriculum content and teaching methods in training projects
through support of field teachers, the development of case material and other
teaching aides, the encouragement of research in the rehabilitation of the mentally
retarded, and training courses dealing with the scope, nature and place of content
on mental retardation in the curriculum. The teaching films produced by Parsons
State Hospital, for example, should be ready for distribution and use by rehabili-
tation personnel shortly;

--Upgrading of personnel now serving the mentally retarded through short-term
training courses of great variety in length, subject matter, intensity, depth and
frequency. Included will be professional personnel in all relevant fields,
sheltered workshop executives, floor supervisors and others in positions with
management responsibilities;

--Encouragement of a comprehensive, interdisciplinary approach to providing
care and rehabilitation of the mentally retarded through training coursen focused
on interdisciplinary program planning and operation of rehabilitation services;
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--Stimulation of training programa for assistant or aide positions in such
fieldc as physical therapy, occupational therapy, social work and of educational
objectives, curriculum development and preparation of teaching materials;

--Support of training programs for volunteers in rehabilitation of the
mentally retarded, not only for assistance to professional personnel engaged in
services to individuals or groups, but also for lay leadership in community
planning and program development;

--Development of training programs to prepare executives and other management
personnel in rehabilitation facility administration, including workshops offering
sheltered employment, vocational evaluation or occupational adjustment services;

--Extension and development of training in rehabilitative medicine to include
orientation to mental retardation at the undergraduate level and at the residency
level in physical medicine and rehabilitation.

Based upon continuation of 1968 projects, 1969 grants made by the RSA will
include:

B. Multi-Disciplinary Programs

California State College at los Angeles;
Columbia University, Teachers College
Devereux Foundation
University of North Carolina

In addition, the SRS-supported Research and Training Centers (Mental Retarda-
tion) receive RSA training funds for support of stipends for graduate students.
They are the Universities of Oregon, Texas and Wisconsin.

C. Field Instruction Unites

I. Rehabilitation Counseling

California State College at Los Anseles
Columbia University, Teachers College
University of Florida
Michigan State University
New York Medical College
State University of New York at Buffalo
Southern Illinois University
Syracuse University
West Virginia University
University of Wisconsin, Madison

2. Social Work

Boston College
University of California (Berkeley)
University of California (Los Angeles)
Univeraity of Connecticut
University of Denver
Louisiana State Univeraity
University of Michigan
New York University
Rutgers--The State University

38-191 0 - 70 -
Cat')
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Simons College
University of Texas
Tulane University
Univeroity of Utah
University of Washington
University of Wisconsin (Madison)
University of Wisconsin (Milwaukee)

3. Speech Pathology and Audiology

Michigan State University

4. Physical Therapy

University of Oklehoma

5. Occupational Therapy

Parsons State Hospital

6. Medicine

University of Mississippi
University of Rochester

7. Medical Genetics

University of California

8. Dentistry

Long Island Jewish Hospital
Montana State Board of Health

9. Medical Technology

St. Mary's Junior College
University of Wisconsin

10. Psychology

University of Alabama
Memphis State University
University of Mississippi
University of South Carolina

11. Nursing

California Board of Nursing Education
University of Tennessee

12. Program Management

Florida State University

Short-term training in mental retardation is being conducted by Univeraity
of Alabama, Boston College, California State College, Columbia University, Denver
Board for the Mentally Retarded and Seriously Handicapped, Inc., Univeroity of
Indiana, National Recreation and Park AssociationUnivarsity of Minnesota, Nem
York Academy of Science. University of North Caroline, University of Southern
California, University of Wisconsin.
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The long-term multidisciplinary training programs at the University of
Wisconsin, the University of Oregon and the University of Texas are now operating
within Social and Rehabilitation Service Research and Training Centers. Long-term
traineeships at these Centers are supported by Rehabilitation Services Administra-
tion funds and 14 such traineeships were awarded by the Research and Training
Centers in fiacal year 1968. Although the underlying content and intent of the
multidisciplinary courses supported under the Vocational Rehabilitation Act are
geared to vocational rehabilitation, the programs will serve many other professional
disciplines either in their own professional grouping or in courses serving several
professional disciplines.

Individual traineeship grants have also been awarded to 65 post-resident,
graduate, and post-graduate nursing students to pursue professional careers in
mental retardation in such fields aa medicine, dentistry, psychology, social work,
nursing, recreational therapy, speech therapy, and music therapy.'

D. Hospital Inservice Training

The Rehabilitation Services Administration is especially concerned with im-
proving the quality of service within institutions for the mentally retarded.
Hospital Inservice Training grants have been designed to provide a continuing means
for increasing the effectiveness of employees in State training schools and other
state residential'institutions for the mentally retarded.

One hundred and nine of the eligible State residential facilities in 46 States
and 2 territories are receiving a total of $2,182,000 th:mugh the Hospital In-
service Training program and are translating the rapidly expanding body of knowledge
about practices in the care of the mentally retarded into more effective services.

Hospital inservice training has been broadly defined to include: pre-service
training, job-related training, inaervice training, continuing education, special
training and technical training needed to introduce new methods, and training of
personnel which will result in an improved quality of care for the mentally retarded
residing in institutions.

Because personnel such as attendants, houseparents, psychiatric aides, and
others in similar personnel categories comprise the major portion of those rendering
direct care to institutionalized retardates, the first major area of grant support
wss extended to these personnel. Grant support is available for inservice training
of all professional, subprofessional, and technical personnel who have direct
responsibilities for resident care and training.

State residential facility for the mentally retarded is eligible to
participate in this program. The maximum grant to a single institution may not
exceed $25,000 in any one year. These grants can be made for a period of up to
seven years and are renewable.

There are four general types of training supported by inservice training
grants to institutions for the mentally retarded: (a) orientation and initial
on-the-job training for employees; (b) refresher, continuation, and other special
job-related training courses; (c) continuation training for techniCal and pro-
fessional staff to keep them informed of new developments in their fields whic.
can be translated into more effective patient service; and (d) special instructor
training for staff with inservice training responsibilities aimed at providing a
cadre of personnel to continue and extend the institutional training program.

The personnel categories involved as trainees in these programs have been,
in order of descending frequency, aides, attendants, charge aides, supervisors,
registered nurses, and practical nurses.
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The content of the training programs includea general instruction in the
areas of mental retardation; child growth and development; nursing care skills;
patient-staff relations; human behavior; intra-staff relations; supervisory skills;
comunications skills; and adjunctive therapy skills.

Consultation is given to the institutions which have received grants to assist
them in making the best use of training opportunitiea. Technical information and
professional consultation is being provided to the remaining State institutione
for the mentally retarded in order to enable them to qualify for similar grants.

E. Student Work Experience and Training

A program of Student Work Experience and Training (SWEAT) projects provides
students with both employment and training during summer months and other vacation
periods, while working direct* with mentally retarded children and adults.

The program is open to high achool seniors, college, and graduate students
and generally offers to these young people experience in all phases of work with
the mentally retarded.

Twenty-eight projecta, in which approximately 298 students are participating,
are being aupported. It is hoped that, as a result of this experience, many of
these students will be attracted to careers in mental retardation.

IV. Construction

A. Community Facilities for the Mentslly Retarded,

The community facilities construction program authorized under Title I,
Part C of the "Mental Retardation Facilities and Community Mental Health Centers
Construction Act of 1963" (P.L. 88-164) provides Federal grants to States to
assist in the construction of specially designed public or other nonprofit
facilities for the diagnosis, treatment, education, training, or custodial care
of the mentally retarded, including sheltered workshops which are part of a
facility providing comprehensive aervices. The program is administered at the
State level by an officially designated State agency. Participation in the
program requires the development of a State plan for the construction of com-
munity facilities for the mentally retarded bssed on an inventory of needed addi-
tional services and facilities. Construction projects are approved in accordance
with the provisions of the State plan.

All States are participating in the program. As of December 1968, 241 projects
have been approved. Fifty-three facilities are completed and in operation, and 100
additional facilitiea are under construction. These facilities will provide care
and treatment for approximately 27,000 additional retarded peraons not now being
served. Tbe estimated total cost of theae projects is over $148 million with an
estimated Federal share of over $48 million.

The program is having a widespread impact on community efforts to meet the
needs of the retarded. Public and voluntary agencies are demonstrating increased
interest in participating in the conatruction program, and community leadera and
professional personnel are combining efforts to stimulate sponsorship of needed
facilities. Accomplishmerts to date, however, have only slightly touched on the
need for additional services and facilitiea. ,State plane indicate that services
nhould be provided for about one million additional retarded individuals.
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B. Construction of Rehabilitation Facilities

The Vocational Rehabilitation Amendments of 1965 (P.L. 89-333) authorized s
program for the construction of rehabilitation facilities and workshops; the con-
struction of rehabilitation facilities and sheltered workshops; and initial
staffing support for newly constructed rehabilitation facilities and workshops.
Special provisions are made to permit the inclusion of residential facilities
within projects for the construction of workshops for the mentally retarded.

State Planning grants for workshops and rehabilitation facilities encompass:
(1) the development of State Workshop and Rehabilitation Facilities Plan; and
(2) construction, utilization, development, and improvement of workshops and
rehabilitation facilities.

Project Development grants pay part of the cost of organized, identifiable
activities necessary for the planning and development of specific local construc-
tion projects for rehabilitation facilities or workshops. These projects are
oriented particularly towards assisting local citizens groups with limited finan-
cial resources to engage consultants and secure other types of help to develop
a sound project proposal.

During fiscal year 1968, 38 Project Development Grants, having a national
average of $7,000, were made to applicants planning a specific construction
project providing services to the mentally retarded.

Construction grants assist in the costs of the new construction of rehabili-
tation facilities and workshops; the acquisition, expansion and alteration of
existing facility and workshop buildings; initial equipment for the completed
projects.

Twenty-seven construction grants totaling about $3,000,000 were awarded
during fiscal year 1968. These projects were for the construction of workshops,
and comprehensive rehabilitation centers, and one was for the construction of a
comprehensive speech and hearing rehabilitation center. Most of these projects
are multidisability in nature and serve the mentally retarded as well as other
disability groups. Workshops serving the retarded were constructed in Lebanon,
Pennsylvania, and Casper, Wyoming.

C. University-Affiliated Facilities for the Mentally
Retarded

The University-Affiliated Facilities for the Mentally Retarded program assist8
universities or affiliated facilities for the mentally retarded in the construction
of special clinical facilities capable of demonstrating exemplary care,treatment,
education and habilitation of the mentally retarded. In University-Affiliated
Clinical facilities comprehensive services are provided; specialized personnel are
trained; or new techniques of specialized service are demonstrated.

The primary purpose of this program is to provide facilities for the clinical
training of physicians and other professional and technical personnel in the field
of mental retardation. Among the professional disciplines represented in these
facilities are medical personnel, dentists, nurses, speech and hearing therapists,
nutritionists, physical therapists, occupational therapists, rehabilitation
specialists, special educators, psychologists, social workers, recreational
specialists and chaplains. Each facility is encouraged to conduct a comprehensive
multidisciplinary training program so that each discipline involved in the care
and rehabilitation of the mentally retarded may be fully familiar with the contri-
butions of the other disciplines.

The Mental Retardation Amendments of 1967 (P.L. 90-170) extended the univer-
sity-affiliated construction program until June 1970. The present law was also
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amended to provide
grants for the

construction of
university-affiliated facilities

which include
programs for persons

with other neurological
handicapping conditions

related to mental
retardation and for

research incidental or related to activitiesconducted within the facility.

Because of the complexity
of the

university-affiliated program, individual
planning grants are available.

Such individual
grants may not exceed

$25,000 nor
more than 75 percent of the planning coats.

Examples of approved
projects for the construction of

university-affiliated
facilities for the

mantally retarded are: Children's
Rehabilitation Institute,Reisterstown, Maryland;

University of Colorado,
Denver, Colorado; Walter E. Fernald

State School,
Waltham, Massachusetts;

Children's Hospital Medical Center, Boston,
Massachusetts; Georgetown

University, Washington,
D.C.; University of CaliforniaNeuropsychiatric Institute,

Los Angeles, California;
University of Alabama Medical

Center, Birmingham and Tuscaloosa,
Alabama; Indiana

University Medical Center,
Indianapolis and

Bloomington, Indiana; University of N.C.,
Chapter Hill, NorthCarolina; University of Tennessee,

Memphis, Tennessee; New York Medical College,
New York, New York;

Georgia Department of Public Health,
Atlanta, and Athens,Georgia; University of Oregon, Portland,

Oregon, and Eugene,
OregonOlniversity

of Miami, Miami,
Florida; and Utah

State University, Logan, Utah.

V.
Initial Staffing of

Community Facilities for the Mentally Retarded
The Mental Retardation

Amendments of 1967 (P.L.
90-170) added a new program

to stimulate and aid
local communities in responding to the unmet needs of the

retarded by providing
grants to pay for the

initial cost of
professional andtechnical personnel in the operation of new facilities

or for new services in'
existing facilities for the mentally

retarded. Over eight million dollars was
appropriated in 1969 fiscal year to implement the program.

Funds are approved
for individual

projects sponsored by local nonprofit com-
munity organizations or public agencies on a declining basis

for 51 months.During the first 15 months, the grant
may not exceed 75

percent of the cost;60 percent for the next year; 45
percent for the third

year; and 30 percent for
the last 12 months.

The program is authorized for
continuation through June 30, 1970, and an

additional $14 million is authorized to be appropriated
for new projects.

VI. Planning

A. Mental Retardation
Planning and Coordination

State planning for
comprehensive coordinated

services to the mentally retar-
ded was begun in

1964 under P.L. 88-156 and is now supported under
P.L. 89-97 in

the form of continued
planning, the development

of mechanisms for the coordinationof programs of
State agencies dealing with the mentally

retarded, and the mobili-
zation of community

support.

_Although the
implementation programs vary greatly

from State to State,
progress is evident in all areas. For example,

stress has been placed on com-munity planning in Colorado, North
Carolina, Florida, and Nebraska. The division

of a State into
regions for better

assessment and projection
of programming is

being emphasized in Illinois,
Indiana, Connecticut, and Wisconsin. Special

projects with primary
attention to

implementation objectives have been undertaken
in Texas, New York,

Michigan, and Montana.



97

Funding of new projects terminated in the spring of 1968; however, some
projects were extended through December 1968. Indications nes that in a majority
of the States these planning and Implementation activities are continuing and will
continue under State sponeorship on a permanent basis, thus providing conformity
and aeeuring coordinated eervicee to the mentally retarded. Coneultation from
the Federal level will also continue, including analysis of data coming out of the
planning end implementation projecte.

B. Vocational Rehabilitation Planning

The Vocational Rehabilitation Amendments of 1965 authorized a program of
grante to States to plan for the orderly development of comprehensive vocational
rehabilitation servicee, including servicee provided by private, nonprofit
agenciee. These plans, which will involve careful consideration of the rehabili-
tation needs of the mentally retarded have the objectives of making vocational
rehabilitation servicee available by 1975 to all handicapped individuals who need
them. Fifty-two comprehensive Statewide planning projects are now being under-

'taken by State vocational rehabilitation agencies and other designated agencies
throughout the country. Upon completion of this special grant program, Statee
will be conducting continuing Statewide studiee of the needs of the handicapped
and how thase needs may be most effectively met.

State Planning Grants for Workehope and Rehabilitation Facilities provide
for the coordinated and orderly development of the total State-Federal facilities
effort. Initial State Workshope and Rehabilitation Facility Plans have been com-
pleted in the 49 Statee receiving grants. Theee States received continuation
grants for a second year during which the plans are being updated and refined.
Upon completion of the continuation grants in June 1968, this program will become
a part of the State vocational rehabilitation agency operation, thus aesuring a
permanent program in each State agency for aseessing needs and evaluating
activities for establishment, conetruction, utilization, development, and improve-
ment of workshops and rehabilitation facilities.

VII. Information

A. Collection and Dissemination of Information

Since September 1968, the special mental retardation review, abetracting and
information activity has been operated as part of the Social and Rehabilitation
Service. In previoue years this service was a part of the National Clearinghouse
for Mental Health Information. Because knowledge about mental retardation comes
from many ecientific disciplines and profeesione, this service will improve both
research and practice and thus have a decided effect on the prevention and treat-
ment of mental retardation.

To maintain thie service, the Social and Rehabilitation Service under contract
with the American Aseociation on Mental Deficiency, collects current literature
on mental retardation, writes informative abstracts, indexee the literature in
depth, compiles annotated bibliographies on special topics, and preparee critical
reviewe. In 1964, a total of 9,300 current articles, books and monographs have
been collected, abstracted, and indexed. To provide a more exteneive coverage of
information for retrieval purpoees, an additional 3,500 indexed abstracts of
documents published from 1957 through 1963 were added to this eystem.

Special annotated bibliographies have been prepared on: (1) Programmed
Instruction with the Retarded; (2) Literature for Parents; (3) Application on
the Stanford-Binet and Wechsler Intelligence Scales with the Mentally Retarded;
(4) Nursing and Mental Retardation; (5) Family Care and Adoption of Retarded
Children; (6) Psychotherapy with the Mentally Retarded; (7) Recreation for the
Retarded; (8) Counseling Parents of the Mentally Retarded; (9) Sheltered Work-
shops for the Mentally Retarded; (10)Films on Mental Retardation;
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(11) Psychopharmacological Therapy with the Mentally Retarded; (12) Electroen-
cephalographic Studies Relating to Mental Retardation; (13) Hydrocephalus;
(14) Mental Retardation and Religion; (15) A Selected List of Teaching Materials
Regarding Mental Retardation for Faculty of Schools of Social Work; (16) Archi-
tectural ?lanning for the Mentally Retarded to Remove Barriers and Facilitate
Programming; (17) Inservice Training in Institutions for the Mentally Retarded.

Review articles and critiques have been prepared on: (1) Mantel Retardation:
Definition, Classification, and Prevalence; (2) Research on Linguistic Problems
of the Mentally Retarded; (3) Attendant Pertonnel: Their Selection, Training, and
Role; (4) Research on Personality Disorders and Characteristics,of the Mentally
Retarded; (5) Effects of Severely Mentally Retarded Children on Family Relation-
ships; (6) Factor Analysis and Structure of Intellect applied to Mental
Retardation; (7) Counseling Parents of the Mentally Retarded; (8) Genetic Aspects
of Mental Retardatlan; (9) Instrumental Learning in Mental Retardates; (10) Voca-
tional Rehabilitation of the Mentally Retarded: The Sheltered Workshop; (11) Rela-
tionships between 'Educational Programs for the Mentally Retarded and the

.Culturally Deprived; (12) A Decade of Research on the Education of the Mentally
Retarded; (13) Application of Operant Conditioning Techniques to Institutionalized
Severely and Profoundly Retarded Children; (14) Adaptive Behavior: A New Dimension
in the Classification of the Mentally Retarded.

The abstracts, annotated bibliographies, and reviews appear in the quarterly
journal Mental Retardation Abstracts, which is distributed gratis to approximately
6,000 individuals engaged in research and practice in mental retardation and is
also for sale by the Superintendent of Documents.

B. Films and Publications

The Rehabilitation Services Adminiatration continues todistribute a
documentary,film, "Handle with Care;" stressing the value of a fixed community
point of referral upon which the families of the mentally retarded can depend
for continuing lifetime guidance and assistance in obtaining appropriate services.
The film has been placed in State health departments and medical school film
libraries for wider distribution.

A second filM, "Teaching the Mentally Retarded--A Positive Approach," a
documentary dealing with behavior rhaping, was placed in circulation duritg 1967.
It is aimed at child-care workers and attendants as well as students who are
preparing to work with the mentally retarded.

A third film was produced in 1968. This film "A Way Out of the Wilderness"
depicts care, treatment, and training activities in a private institution and a
large State institution for the mentally retarded. The film was developed to
sharpen the awareness of the general public to today's problem and promises in
institutional care for the retarded.

A package of training materials for parents of retarded children and per-
aonnel in residential and day facilities for the retarded provides information on
training mentally retarded children in feeding skills and toilet use. The
materials which iaclude filmstrips, records, a discussion guide and pamphlets
provide helpful directions for both individual and group training in these two
basic skills which are a major step toward self-care and increased independence.

The packages of training materials "Growing Up at the Table" (individual
and group) and "Diapers Away" (individual and group) are available on a free short
term lcan basis from:

National Medical Audiovisual Center (Annex)
Chamblee, Georgia 30005'

oit



99

Numerous publications have been prepared and placed in circulation. One in
particular, "A Modern Plan for Modern Services," states the basic philosophy of
the Division of Mental Retardation in 6 major points. Briefly stated, these points
emphasize: (1) utilization of generic community agencies in lieu of establishing
specialized services; (2) provision of basic training in mental retardation for
every category of service personnel; (3) definition for utilization of specialized
services and agencies; (4) placement of a mental retardation specialist in every
generic agency; (5) development of standards for service and training; and
(6) coordination within the community.

Two other publications are worthy of note: (1) Opportunity: Help for the
Mentally Retarded, provides a brief description of rehabilitation services
available to the retarded, eligibility requirements and a list of the State
rehabilitation agencies where further information may be acquired; (2) A Mental
Retardation Film List, spcnsored by the Division of Mental Retardation provides
a list of films of interest to both professional and to the general public.
Brief descriptions of each film and the sources from which each may be borrowed,
rented and/or purchased are included in the pamphlet.
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SOCIAL SECURITY ADMINISTRATION

The social security program today is the basic method in the United States of
assuring insane to individuals and families who suffer a loss of earnings when
workers retire, becalm disabled, or die and, since July 1, 1966, health insur-
ance protection to persons 65 and over.

Econanic Impact

Under social security's "Childhood Disability" provisions, lifetime monthly
payments can be made to a person age 18 or over who has been disabled by mental
retardation--or other impairmentssince childhocd. In many cases, the monthly
benefits enable the retarded childhood disability beneficiary to be cared for
at hme instead of in an institution. Furthermore, as more and more retarded
people outlive their parents, the program offers reassurance to fathers and
mothers who know that financial help for their disabled child will be forth-
coming even after their death. (About half of the childhood disability benefi-
ciaries are over 35 and 25 percent of them are over II-5.)

The problem of mental deficiency is a major factor in more than 65 percent of
the beneficiary groups having disabilities which began in childhood. It is
the primary diagnosis in about half of this group. In fiscal year 1968 an
estimated 153,000 adult mentally retarded beneficiaries received $107,900,000
in social security benefits. The number of mentally retarded children under
age 18 who receive payments as dependents of retired, disabled, or deceased
workers is unknown, since their benefits are payable regardless of disability.

If the parents are dead, a relative who has demonstrated a continuing interest
in the beneficiary's welfare, a welfare agency, or a legal guardian may be
chosen as representative payee to handle the benefit funds and plan for using
them in behalf of the beneficiary. A representative payee receives social
security benefits in trust for the beneficiary and, as a trustee, is held
accountable for the way in which he uses the benefits.

Health insurance benefits under the social security law are available to any
individual, including a mentally retarded individual who is 65 or over and who
meets certain necessary conditions. Therefore, a mentally retarded individual
65 years of age who has contracted an illness or suffered an injury is, like
any other person in this age group, protected under the health insurance program.
However, the health insurance for the aged program specifically prohibits reim-
bursement under the law for expenses incurred for personal care designed
primarily to aid an individual in meeting the activities of daily living and
which do not require the continuing attention of trained medical or paramedical
personnel. Therefore, an aged mentally retarded person whose only deficiency
is mental retardation requiring general institutional care, e.g., vocational
training, help in the activities of daily living, and so forth would not be
receiving the type of care covered under the Medicare program.

Activities and Achievements

All district offfices of the Social Security Administration maintain a referral
service to other programs and services of both public and private agencies and
organizations. Giving information about these programs and agencies is an
essential part of the Social Security Administration's service to the public.
The service is provided to beneficiaries as well as to non-beneficiaries and
applicants who inquire about services not provided by the OASDHI program.
Disabled persons applying for disability benefits under social security are
pranptly referred to the Rehabilitation Services Administration to the end that
the maximum number may be rehabilitated into productive activity or to a level
of self-care. The information and referral service is currently under study to
determine what changes are indicated tp make the program more responsive to the
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needs of people and the multiplicity of problems they bring to district offices.

SSA has participated in the employment of the mentally retarded since the
inception of the employment program in 1964. Experience has demonstrated
conclusively that the retardate can perform excellent work in basically routine'
positions when placement is carefully selected or the job re-engineered to the
level or degree of his handicap. In SSA, retardates are successfully performing
in such positions as mail and file clerk, messenger, printing machine operator,
and xerox machine operator.

After success on a pilot project, placements have beep greatly increased in the
last year at SSA headquarters and payment centers by utilizing retardates in
the operation of card reader machines which control the location of claims
folders. Retardates are perfoming in a highly successful manner and many have
been pranoted to a grade GS-2. One has performed so well in the Division of
Personnel at headquarters, that the Maryland state Division of Vocational
Rehabilitation has certified her capable for pranotion to a grade GS-3 position.

A significant de.7eloyment at the Baltimore headquarters canplex was the
establishment of a training seminar, in cooperation with specialists fran the
Maryland State Division of Vocational Rehabilitation, for supervisors of
retardate program employees.

As of September 30, 1968, a total of 126 retardates were on duty as follows:
32 in central headquarters offices, 48 in payment centers, and 46 in district
offices.

In the area of public information, a number of steps were taken during fiscal
year 1968 to publicize the childhood disability provisions of the social
security program. All the materials produced emphasized early filing and the
high incidence of mental retardation among childhood disability beneficiaries.
Major activities included:

1. Articles were carried by many national medical and health publications,
including KNOW Your World (Teacher's Edition, read by special education
teachers) ,Tedicai World News, Physic ian's Management, Rehabilitation
Literature, American Association of Industrial Nurses Journal, Resident
1175Uarin, and The New Physician.

2. The American Academy of Pediatrics distributed a leaflet, "Special Social
Security Benefits for Persons Disabled in Childhood," to its 8000 members.
The leaflet urges physicians to refer patients who may be eligible for
benefits to 3ocial security.

3. A release was sent to the National Association for Retarded Children for
distribution to its 1150 State and local canponents. Following this, in
November 1967, a member of BDI's top staff addressed the annual convention
of the NAM.

An exhibit, "Childhood Disability and Social Security," had its premier showing
at the convention of the American Orthopsychiatric Association in Washington,
D.C., in March 1967. Since then it has been shown at numerous meetings of
national organizations and medical groups interested in the handicapped. In
the very near iNiture it will be revised to update statistics on the number of
mentally retarded childhood disability beneficiaries and the percentage of
childhood disability beneficiaries for whan mental retardation is the primary
diagnosis.

A 20-minute film on mental retardation, "Wlrere There Is Hope," will be re,.eased
by the Social Security Administration about February 1969 in both 35mm and 16mm
color for theatrical and general showing. Early sequences in the film deal
with diagnosis and therapy at the Joha.17. Kennedy Institute in Baltimore.
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These are followed by scenes filmed at a sheltered workshop in Washington, D.C.,
showing the activity of teenagers and older people, and finally scenes showing
rehabilitation services for a 21-year old girl just completing a trial work
period in Greensboro, North Carolina. The film tells of the social security
benefits available for the adult disabled child. A 144-minute version is now
in use as part of the "Social Security in America" series being shown in 184
television stations throughout the country.

The Social Security Administration has developed a pamphlet entitled, "Social
Security: Mat It Means For The Parents Of A Mentally Retarded Child." This
pamphlet describes the conditions under which a mentally retarded child may be
eligible for social security benefits. It is available in both English and
Spaniah. The present edition includes information about the 1967 amendments.
About a half million of these pamphlets have been distributed in recent months.

The Social Security Administration conducted a nationwide survey in the fall of
1967 which will supply basic information about institutionalized adults,

.including the mentally retarded in institutional care. The 1967 surveys of
institutionalized adults examined the socio-economic characteristics of
mentally retarded persons (as well as other disabled persons) over age 18 in
institutions such as homes and schools for the mentally or physically handi-
capped, mental hospitals, chronic diseases and other long-term hospitals.
This survey focused on the types of care they received, the cost of care, and
sources of payment, the economic resources of the patient and his family, alma =

his family relationships.
.

The 1966 survey of disabled adults (non-institutionalized) will also provide a
wide range of data on financial, medical, and family arrangements of disabled
adults who are mentally retarded.

Obligations for Mental Retardation Programs by Agency Designation
Fiscal Years 1968-1970
(In Thousands of Dollars).

Social Security Administration 1968 2 1970

Estimated benefits from the trust funds... 107,900 131,300 141,700

Trust fund obligations incurred to
adjudicate claims from beneficiaries.... 1 900 2 400 2 L 600--.--

Total-Social Security Administration 109,800 133,700 144,300
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Mr. BLACK. The Department has responded to the needs of the
retarded through a broad range of approaches which include pre-
ventive services, training of personnel, facility construction, research,
education, and other supportive services.

The estimated budget requested for 1970 includes $585,169,000 for
mentally retarded persons and for prevention of mental retardation
with the following breakdown :
Services, research, education, and rehabilitation $365, 869, 000

Income maintenance :
srts 75, 000, 000
SSA 144, 300, 000

Total, income maintenance 219, 300, 000

Total 585, 169, 000

This estimated total of $585 million for 1970 is more than $77 mil-
lion above the comparable figure for 1969. And the bulk of drat in-
creaseapproximately $56 millionis for services and grants.

I would like to (rive you just a very brief idea of what types of
activitie. are covere%.

In your estimony, you state that the estimated budget request for 1970
Senato . KENNEDY. May I ask for some further information here ?

includes $585 million for mentally retarded persons and for prevention
of mental retardation, followed by a breakdown into two categories.
Do the figures you break down there include other services to other
individuals who have other afflictions?

You do not want to represent that that $585 million is just for the
mentally retarded, do you?

Mr. BLACK. Yes, Senator, we do. Particularly on services, research,
education, rehabilitation, the figures that we will present for the rec-
ord here in this report are broken down to try to show the expendi-
tures for the retarded alone. These are parts of larger procrrams. But
in all cases I believe it is accurate to say that the figures wriich we are
using represent the best judgment tlmt our people can make on the
amount of these funds that are croing specifically to the retarded.

Sellator KENNEDY. I would like to get some additional breakdown
of those figures.

Mr. BLACK. There is a more complete breakdown, Senator, in the
complete report.

Senator KENNEDY. On the item of $585 million ?
Mr. &Am-. Yes, sir. It shows how these funds are spent by the

various agencies in our Department. The report, itself, as you can see
here, is a very voluminous report, which takes up our effort agency by
agency, and shows what is being done in the area of research, train-
ing, direct services and others.

We do, as I indicated, want to put the complete report in the record.
If there are questions after you have had an opportunity to study it,
we will be glad to provide details on that.

Senator KENNEDY. All right. It will be made part of the record.
(The information folli) \vs :)
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U.S. DEPARTMENT OF HEALTH, EDUCATION, AND WELFARE

Obligations for Mental Retardation Programs, by Activity Designation,

Fiscal Years 1969-70

HEALTH SERVICES AND MENTAL HEALTH ADMINISTRATION

On thousands of dollars)

1969
1970 (estimated)

1970
budget

decrease
estimated

Activity
January
budget

Revised
budget

Services to or for the mentally retarded: Comprehensive health
planning and services 1,738 0 0

Training:
Mental health research and services 951 870 842 28
Comprehensive health planning and services 1,737 0 0

Total, training 2, 688 870 842 28
Research:

Mental health research and services 600 600 600
St. Elizabeths Hospital 24 25 25
National health statistics 6 0 0

Total, research 630 625 625
Other: Mental health research and services (abstracts) 52 0 0

Total, Health Services and Mental Health Administration 5,108 1,495 1,467 28

SOCIAL SECURITY ADMINISTRATION

Income maintenance:
Estimated benefit payments from trust funds 131,300 141,700 141,700
Trust fund obligations incurred to ad udicate claims of bene-

ficiaries 2,400 2, 600 2,600 I

Total, Social Security Mministration 133,700 144,300 144,300 None )

NATIONAL INSTITUTES OF HEALTH

Training:
Neurology and stroke activities
Child health and human development

10,000
3, 066

9, 630
2, 819

19,000
2,754

630
65

Total, training 13,066 12,449 11,754 695

Research:
Neurology and stoke activities. 11,950 11,970 11,153 817
Child health and human development 12, 542 13, 667 12, 646 1, 021

Total, research 24,492 25,637 23,799 1,838
Construction: Grants for health research facilities 0 0 0

Total, National Institutes of Health 37, 558 38, 086 35, 553 2, 533

38-191 0-70---8
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SOCIAL AND REHABILITATION SERVICE

Activity

1969
1970 (estimated)

1970
budget

decrease
estimated 1 a nu a ry

budget
Revised
budget

Services to or for the mentally retarded:
Vocational rehabilitation:

Grants to States
Innovation grants

40, 860
124

61, 760
124

55,584
124

-6,176
Expansion grants 450 450 450
Facility improvement grants 3,700 3, 900 3,900

Total, vocational rehabilitation 45,134 66, 234 60, 058 -6,176

Mental retardation:
Staffing grants:

New grants 8,358 4, 895 4, 895
Continuations 0 7, 105 7,105

Hospital improvement grants 6, 790 6, 790 6,790
Rehabilitation service projects (VR act, sec. 4) 0 2, 000 2,000

Total, mental retardation 15,148 20, 790 20,790
Medical assistance (title XIX): 75, 000 100, 000 90, 000 -10, 000

Maternal and child health and welfare:
Maternal and child health services 6, 988 6, 988 6, 988
Crippled children's services 6, 002 6, 002 6, 002

Total, maternal and child health welfare 12,990 12,990 12,900

Total, services to or for the mentally retarded
Training of professional and supportive personnel:

148, 272 200, 014 183, 838 -16, 176

Vocational Rehabilitation 1,760 9, 760 1,500 -260

Maternal and child health and welfare:
Training for health and related care of mothers and children

(sec. 511, formerly sec. 516) 9, 000 11, 200 9, 000 -2,200
Child welfare training 100 100 100
Maternal and child health services ... 2,767 2, 767 2,767
Crippled children's services 2, 998 2, 998 2,998

Total, maternal and child health and welfare 14, 865 17, 065 14,865 -2,200

Mental Retardation:
Hospital inservice training grants 2, 182 2, 182 2,182
Rehabilitation services projects (VR act, sec. 4) 0 2, 500 2,500

Total, mental retardation 2, 182 4, 682 4,682

Total, training 18, 807 23, 507 21,047 -2,460

Research:
Vocational rehabilitation:

Research and demonstration projects 1, 359 1,385 1,385
Special rehabilitation research and training centers 950 950 950
Research and training (special foreign currency program). 600 700 500 -290

Total, vocational rehabilitation 2, 909 3, 035 2,835 -200

Maternal and child health and welfare:
Research in maternal and child health services and

crippled children's services 2, 000 2, 000 2,000
Child welfare research and demonstration 1, 300 1, 200 1,200
Maternal and child health and welfare o o 0
Crippled children's services o o o

Total, maternal and child health and welfare 3, 300 3, 200 3,200

Mental retardation:Health services activities (PHS Act) 126 126 126

Total, research 6, 335 6,361 6,161 -200

Construction:
Mental retardation:

University-affiliated facilities 9,100 0
Community facilities 18, 013 .13,531 13,531

Total, mental retardation 27, 113 13, 531 13,531
Rehabilitation facilities and construction grants 828 472 100 -372

Total construction 27, 941 14, 003 13,631 -372

Income maintenance: Public assistance:: Grants to States 65, 000 75, 000 75,000

Total, Social and Rehabilitation Service 266, 355 318, 885 299, 677 -19, 208
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OFFICE OF EDUCATION

Activity

1970 (estimated)
1970

budget
decrease

1969
estimated January

budget
Revised
budget

Services to or for the mentally retarded:
Elementary and secondary education activities (ESEA):

Title t 32, 900 35, 000 35, 000
Title III 5,218 5,438 3,647 1,791
Title VI 4 15,555 16,000 16, 000

Vocational education activities, Vocational Education Act

(&triyil
0 11,500 11, 500

duration ot the handicapped 445 1,500 1, 500

Total, services to or for the mentally retarded 53,218 69,438 67, 647 1,791

Training:
Educational improvement for the handicapped 10, 000 10, 000 10, 000
Educational professions development 129 150 150

Total, training 10,129 10,150 10, 150

Research:
Cooperative Research Act, Public Law 85-531 (as amended) 25 20 20
National Defense Education Act (title VII) 0 0 0
Vocational education activities, Public Law 88-120 0 0 0
Educational improvement for the handicapped 1,200 2,100 2,100

Total, research 1,225 2,120 2, 120

Other:
Libraries Services and Construction Act (title IV) 15 15 15
University Community Services Public Law 89-329 (title I) 75 75 75

Total, other 90 99 90

Total, Office of Education 64,662 81,798 80, 007 1,791

Total funds including both services and Income maintenance $561, 004
Total decrease services and grants 23,560
Total decrease income maintenance None
Total decrease all funds 23, 560

Includes both mental retardation grants in other programs relevant to mental retardation.
2 These expenditures are based on present experience with 6 States claiming an average of approximately $5,000,000

per State for a full year for tbe care of the retarded in State institutions. 15 States for 1969 and 20 States for 1970 are
estimated in the amounts shown. There is presently no method available for estimating title XIX payments for the care of
the retarded outside of State institutions.

3 Exact information is not available on the costs due to mentally retarded people who are receiving public assistance
because data secured does not single out this one cause as a factor of disability or dependency. However, it is known that
mental retardation Is an important cause of disability for those receiving aicl to the permanently and totally disabled
under the Federal.State public assistance program. The amounts shown here are estimates based on constant percentage
of total payments under this part of the program.

4 Includes 50 percent of funds appropriated for title VI, ESEA; specific estimates of obligations for mental retardation
activities are unobtainable.

Mr. BLACK. Returning to the description of our activities, preventive
services are those rendered as a part of programs designed to reduce
the incidence of mental retardation.

The major activities in this area are carried on under the maternal
and child health programs authorized by the Social Security Act
and the preventive services programs under the Public Health Seivice
Act.

Research provides our hope for the future in mental retardation,
through prevention and early treatment. In 1970 and 1971, the avail-
ability of the Rubella vaccine which HEW supported through re-
search, vaccine production ana wide dissemination, should prevent
repetition of the tragedy of the 1964 Rubella epidemic when an esti-
mated 9,000 babies were born retarded.

Basic nutritional research has revealed the harmful effects of mal-
nutrition on the physical and behavioral development of children
and should provide future guidance in diet supplementation for both
mothers and children as a further means of prevention.
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The Department is also expanding and improving its programs
of family planning research and services, since both the spacing of
children and the number of pregnancies can affect the incidence of
mental retardation.

State health departments, crippled children's agencies, and State
welfare agencies use funds provided under the Social Security Act
for activities designed to : increase the health and welfare services
available to the retarded ; enhtrge existing mental retardation clinics
by adding clinic staff ; increase the number of clinics ; begin evalua-
tions of children in institutions ; exteml screening programs ; provide
treatment services for physically handicapped retarded youngsters ;
increase inservice training opportunities; and provide homemaker
and other care services for the mentally retarded.

The mentally retarded receive a variety of services under our voca-
tional rehabilitation programs in the form of medical diagnosis,
physical restoration, counseling and testing during the rehabilitation
process, assistance in job placement and followup to insure successful
rehabilitation.

Training programs form an integral part of most of the mental
retardation programs of the Department. These programs include
support of professional preparation in the following areas : research
training in the basic and clinical biological, medical, and behavioral
sciences; training of professsional personnel for the provision of
health; social and rehabilitative services for the mentally retarded;
inservice training of workers in institutions for the mentally retarded;
training of teachers and other education personnel to provide educa-
tion for mentally retarded children ; and training of personnel in rec-
reation and physical education activities for the mentally retarded and
other handicapped children.

It is against this background of activities in the Department, Mr.
Chairman, that I now want to return to the question of extending and
amending the particular legislation now before this committee. And
we must begin, I think, by looking at certain economic considerations.

The first of these is that even now the programs conducted under
this act are funded at substantially less than the authorized level.

Authorizations for fiscal year 1969 were $60 million while appro-
priations were $29,5 million. For the present fiscal yearAhe authoriza-
tions total $84 million. The administration has requested $20 million,
and the House appropriated $24 million.

I might point out here that that administration request of $20 mil-
lion this year is approximately the same as the administration request
of the previous year, which was $20,900,000.

It must be constantly remembered, however, that the total Federal
effort is not to be measured by these figures but by the $366 million
committed. to training, research, and services for the mentally re-
tardedof which the funds spent under this one program are only
a fraction.

Second, I want to say in all candor that in our opinion substantial
new sums of money are not likely to be available for this program,
among many others, in the immediate future because of the budgetary
constraints necessitated by the urgency of stemming inflation.

This administration is firmly committed to control of this.inflation-
ary situation by using all tools at its disposal, including strict control
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of governmental expenditures. Under such constraints, the require-
ment that we choose our priorities among a host of desirable programs
becomes ever greater.

The administration, therefore, has considered legislation for exten-
sion of the mental retardation program in the context not only of the
needs of the program itself but also the larger adrninistratien legisla-
aye program and fiscal policies.

In this context, we believe that to hold out the hope of vast increases
in expenditures for this portion of the program would raise false ex-
pectations.

Furthermore, Mr. Chairman, one of the major goals of this admin-
istration is to consolidate and simplify Federal grant programs.

It should be obvious from the earlier summary of HEW programs
in the area of mental retardation that we want to undertake a broad
gage review of all these programs before committing this administra-
tion and the American taxpayers to vast new expenditures in any in-
dividual program on a piecemeal basis.

A basic point I would like to make, Mr. Chairman, is that the
administration is committed not only to the continuation of mental
retardation programs and services but to strengthening the quality
of the projects funded and to prevention of mental retardation
wherever possible.

We will move ahead as fast as fiscal constraints will permit, but
inevitably these constraints force choices among alternatives.

In these circumstances, therefore, we believe it is desirable to amend
the Mental Retardation Facilities Construction Act in ways that
would simplify it through consolidation, make it more flexible, and
encourage the use of available resources where they will be most
effective.

'With these objectives in mind, Mr. Chairman, we have some serious
reservations about S. 2846, which was introduced by members of this
committee.

It does embody some principles with which we are in accord.
Although it contains at least two programs, it moves significantly in
the direction of unified grants, a direction with which we agree and are
proposhig to you today.

The bill also places substantial responsibility on the States, some-
thing to which this administration subscribes, although the cumulative
effect of the rather detailed State pl an requi rements co nsi derably
limits the exercise of responsibility that the bill would appear to give
to the States.

If finids of the magnitude authorized in the bill were likely to be
made available, we perhaps could reconcile our differences on other
points. However, with present fiscal constraints, we must think in
terms of fundina near present levelsnot a severalfold increasefor
the foreseeable future.

At these levels, we do not believe that the machinery provided by the
bill can be relied on to get available dollars to the places, for the
purposes and at the times that they are most needed.

Regardless of budgetary considerations, the concept of develop-
mental disability in the bill gives us concern. Unlike the present focus
on mental retardation and associated neurological conditions in exist-
ing law, S. 2846 would apparently cover any chronic defect or condi-
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tion. Many of these are now the subject of other programscrippled
children's services, vocational rehabilitation, and so forth.

Apart from the problems of overlap and duplication, we are not
convinced that enough has yet been done in the field of mental retarda-
tion to warrant taking the central focus off mental retardation and
closely associated conditions in this particular legislation.

As for the problems of duplicating and overlapping authorities to
which I just referred, they are serious, indeed because the scope of title
I of S. 2846 is far broader than the program it replaces.

As defined, a "developmentally disabled" person could include vir-
tually all seriously emotionally disturbed children and a great number
of mentally ill adults whose aisorders can be said to have originated
at some time in their childhood. These individuals are now eligible
for care under the community mental health centers program, which
we feel is better designed to meet their needs.

Moreover, the effect of separating a particular group of mentally
ill individualspreponderantly childrenfrom the programs avail-
able for other such persons would be the creation of a new and highly
specialized mental health program, set apart from the programs pro-
vided by the community mental health center for other family mem-
bers. This is inconsistent with the public health family treatment ap-
proach favored in this country.

Even if services under the proposed developmental program and
under the existing community mental health centers program were
offered under one roof, the many differences in the requirements for
each program would lead to great difficulties of administration.

For the above reasons, we do not recommend enactment of S. 2846.
Instead, we propose a consolidated grant approach which would

replace the present program of grants for construction of mental
retardation facilities, grants for construction of university-affiliated
facilities and grants for initial staffing of community mental retarda-
tion facilities with a single 3-year program of grants to public or
nonprofit private agencies for facilities and services for the mentally
retarded, including such things as:

Provision of services for the mentally retarded (operations
grants) ;

Construction of mental retardation facilities;
Development and demonstration of new or improved techniques

for provision of services for the mentally retarded ;
Manpower development ;
State and local planning, administration, and technical

assistance.
Under tbis program the Federal share would not exceed 75 percent

of the cost of new projects; including construction, except in poverty
areas, where 90 percent will be permitted.

This program would provide for joint funding arrangements with
other Federal programs.

It would provide operational support to those recipients who have
received commitments for future support under the existing law-

Assurance would be provided that there would not be less Federal
funds for all types of projects in a State than were alloted to it for
fiscal year 1970 for construction of community mental retardation
facilities.
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States would also be given an opportunity to review and comment
upon projects in their jurisdiction before grants were made.

The administration s kgislation, we believe, will provide the sim-
plification and the flexibility I said earlier are needed if available re-
sources are to be used where the need and the opportunity for effec-
tiveness are greatest.

And I think it should be emphasized here, Mr. Chairman that the
mental retardation problem is not one that is spread evedy among
the States or the population. On the contrary, we now know that
three-fourths of the Nation's retarded persons are concentrated in
poverty areas.

Obviously, this startling fact must be taken into account in all
efforts to deal -with the problem as the President's Committee re-
minded us earlier this year when it:reported :

No recent finding about mental retardation has had greater impact than the
discovery that retardation rates soar in urban and rural low-income areas. No
estimate of mental retardation incidence in such neighborhoods is less than
twice the national average.

One inner-city count of retarded persons found one-thkd of the total popula-
tion in a several-block area functioning at rethrded achievement levels.

Unhappily, however, since the inception of the community mental
retardation facilities program in 1963, it has become increasingly
clear that those in greatest need of community-based service, the
urban and the rural poor, have been the least able to effectively or-
ganim plan and raise sufficient funds to compete for Federal grant
support.

Despite the fact that development of adequate mental retardation
services in poverty areas is recognized as of highest priority at Fed-
eral, State, and local levels, development of such services for these
areas is proceeding at a rate much slower than is to be desired. In-
ability to assure matching fimds is a major cause. Priority of need
means little in the face of the necessity to demonstrate adequate finan-
cial resources.

Au early study of 166 projects showed that only 12 facilities were
located in poverty or disadvantaged areaswhich can hardly be
called reassurring in the light of the knowledge that 75 percent of all
the retarded persons are located in such areas.

Among the primary reasons for this situation Imve been (1) inade-
quate State and local funds to match the Federal support, which has a
maximum of 60% percent; and (2) lack of adequate operational
support.

Preferential matching for both construction and operating costs
will do much to provide the needed incentive and assistance for the
establishment of services in these underprivileged areas.

Extended length of time of Federal participation in operating costs
will provide a longer period of availability of close Federal-State-
local partnerships and meaningful technical assistance to these local
programs.

In conclusion, r. Chairman, I would like to point out that the
President's Comm ttee on Mental Retardation has identified several
areas in which ef- acerted 'public-private effort can bring significant
progress in menta retardation---

Increasing the availability of mental retardation services, par-
ficularly in the urban and rural low-income, disadvantaged neigh-

)



114

borhoods in which some three-fourths of the Nation's mental re-
tardation is found;

Development of more and better manpower recruitment and
training programs for work with retarded ;

Better, more imaginative use of existing resources at all levels,
as well as broader realization and use of the resource that the
retarded themselves represent ;

Development of more public-private partnerships in mental
retardation programs, services, and research.

We believe that the administration's legislation, which we hope to
submit quite soon, will help focus in on these needs, and we urge its
thoughtful consideration by this committee.

That concludes our prepared statement, Mr. Chairman. My col-
leagues and I will be glad to answer any questions which you may
have.

Senator KENNEDY. Thank you very much.
You mention at the conclusion of your testimony that the adminis-

tration does plan to introduce legislation. Realizing that the present
legislation expires next June, can you give us any idea as to ivhen
we might expect this legislation ?

Mr. BLACK. I would hope this week, Mr. Chairman. Next week
sometime at the latest.

Senator KENNEDY. So that we can expect administration proposals
within these next 2 weeks ?

Mr. BLACK. Right.
Senator KENNEDY. As I gather, your proposals will emphasize your

recommendations for increasing the availability of services for the
retarded in urban and rural low-income areas, manpower recruitment
and training programs, more imaginative use a existing resources
and the development of public and private partnerships.

Is there anything you wish to say in elaboration of those points at
the present time?

I am thinking, particularly, about manpower development
programs.

Mr. BLACK. I think the only thing, Mr. Chairman, is that the
administration proposal will, by consolidating these various programs
we now have into a single project grant approach, give us what we
think is flexibility to put available Federal resources in this program
where the need appears to be greatest and where the promise for maxi-
mum return on this investmebt appears to be greatest.

Senator KENNEDY. Would you please elaborate on your reasons for
preferring the project grant approach over the formula grant
approach ?

Mr. BLACK. The first reason for our point of view on favoring a
project grant approach rather than formula grants here is the avail-
ability of dollars. When you are talking about funds in the range of
the present appropriations, we feel that to spread money out through
a formula grant approach alone is not as effective as it would be if
you had much larger sums of money.

Secondly, as I indicated, this particular problem, unlike some
others that we are dealing with, is not one that is spread evenly among
the States or among the populace because we do have such a concentra-
tion of mental retardation in the poverty areas.

'41 ori.!
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We have seen with the present law we are not reaching those areas
the way we should be. So, we want to provide more flexibility for
tar eting in on those areas.

enator KENNEDY. Of course, as I understand it, the formula in the
present law requires that at least $100,000 must go to each State. Is
that correct ?

Mr. BLAcx. The minimum required under the present legislation is
$100,000. There is a provision, of course, for transfer of that money to
a neighboring State for facilities to serve residents of both States.
There have been, I think, very few transfersabout $155,000 in the
past years.

Here again, our experience shows that at this point, anyhow, the
capability of the States in developing these programs and making
use of these funds varies widely.

Senator KENNEDY. Do any of the other representatives of the De-
partment wish to make comments here before we get into further
questions?

Mr. BLACK. I don't think so. We will be glad to try to answer your
questions.

Senator KENNEDY. Let me say here how pleased I am to see Dr. Ed-
ward Newman here. He has had a long association with Massachusetts.

Before coming to Washington, Dr. Newman served as the coordi-
nator of the Massachusetts mental retardation_planning project, and
as the executive director of the Massachusetts Vocational Rehabilita-
tion Planning Commission. We in Massachusetts are proud of the
progress we have made in mental retardation, and I know that you,
Dr. 1Vewman, have had an important influence on the success of those
programs. I am pleased that a person of your experience and Quali-
fications has been appointed Commissioner of the Rehabilitation Serv-
ices Administration. I welcome you on your first appearance in your
new position before a Senate committee, and we look forward to work-
ing with you in the months and years to come.

I would like to ask Dr. Newman to describe tlr, success or failure
of the 1963 legislation. What progress has been made in terms of the
limited kind of resources that were available under that act ? What
has been the record ?

Mr. NEWMAN. The record has been both good and in some places not
so good. 1 think that one of the problems with the current legislation,
which your bill as well as the administration bill tries to get at, is not
separating out the construction in the way that it was separated out
in the current bill so that you have services and construction and
training and the other approaches and the possibility for a broad ap-
proach to resource development for the retarded.

I think, in that sense, both the administration proposal and your
proposal are similar.

One of the important issues here is how a State utilizes the funds
or doesn't utilize the funds to the best advantage, and I think that the
position of the administration in this instance is that some more flexi-
bility, if we are going to be in a situation of considerable fiscal re-
straint, should be exercised in using the little money that we have for
encouraging the States and the voluntary system, in a planful way
to make best use of this money.

Senator KENNEDY. How have the States used the limited Money
available under the present law ? Haven't a number of the States done
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a reasonably good job in terms of providing facilities and other kinds
of services?

Mr. NEWNAN. I can only speak from my experience in Massachu-
setts in this instance, having been on this job just since October 1. A
number of things happened in Massachusetts which I think might be
considered to be exemplary in this regard.

One of the things which happened was that as a result of state-
wide planning, from the very outset of that activity a few years.ago,
retardation ygas looked upon not as a private domain of any single
department in the State but was looked upon as an interdepartmental
problem.

It was viewed as a problem which had to do with the partnership
between the public and the private sector as well. As a result of state-
wide planning activities is was felt very important to have in the
Governor's close orbit, in the Executive Office for Administration and
Finance actually, an office or bureau of mental retardation which
would review all the retardation activities of the State and all the
departments, and try in a planful view, not to proliferate another
bureaucracy but to look at the development of the programs for the
retarded across the board in the public and private sector, which they

iare doing right now. I think it s a significant development.
I would add one other thing. In Massachusetts with respect to the

construction activities under this act an opportunity was graspedI
am not sure whether all States grasped this type of opportunity but
an opportunity was graspedto have an assessment at the State level
made of not only those facilities which would be constructed with the
partial use of Federal moneys. As you know, the Federal share on
construction projects in this field is very, very small, it is really seed
money, stimulation money, and that is the way I think the Federal
share should be used. An attempt was made to use this device of
having a State council in this area to review all construction and
facility improvements, and not only new construction activities but
any kmd of activity which would involve any facility at all.

As I say, I am not sure whether all States grasped this opportunity.
Perhaps Dr. Jaslow can give you that information.

Senator KENNEDY. Dr. Jaslow.
Dr. JAnow. I think it has been variable, as has been stated before.
Most States have attempted to use the original plans that they had

and some States have continued these planning activities. Others have
an individual project approach to the matter. At this point in time
it is rather difficult to say which might be better.

Senator KENNEDY. I know you have been very involved in this pro-
gram since 1967, as I understand it.

Dr. JitsLow. That is right.
Senator KENNEDY. What have you found in terms of progress by the

States? What they have been doing?
Dr. JAsr.ow. I think there has been considerable progress in the sense

that there has been a more concerted effort than they had accomplished
as a result of the original activities and the interest in this area.

The question, of course, comes up as to whether they have always
been able to put their interest and efforts in the areas which have had
the greatest need or whether they have put them in areas in which
there have been funds available for matching.
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Mr. NEWMAN. I would say, and I wonder whether Dr. Jaslow would
concur with this, Senator, that there has been difficulty in States fol-
lowing their priority system for the reasons which Mr. Black devel-
oped in his testimony.

I think that here, whichever way we go, we have to make sure that
the impoverished areas have the kind of technical assistance and are
able to develop the capability to participate. I think this is a Federal
as well as a State responsibility, to make sure that those areas which
have, and rightfully should have, the top priority, get the kind of
assistance to make sure that they are able to come up with proposals
and workable plans for their areas.

Senator KENNEDY. Dr. Jaslow, could you tell us what the real needs
are in terms of the field of retardation? I know it is difficult to draw
a distinction between tzaining programs and research but I would
like to know what the most critical needs are today for the mentally
retarded and those with other developmental disabilities?

Dr. JASLOW. Again, that would vary in different locations. Cer-
tainly there is a need in many of these areas, training, research,
and services. The extra or intensified concern and approach to early
intervention and prevention would certainly be a productive area.
Earlier intervention can also prevent many of the secondary and
tertiary effects which produce an increased economic drain both on
the family and on the community.

So this leaves us, of course, with the need to train people to recog-
nize this, to know what skills to utilize and who to turn to. This falls
into the same pattern of having families, parents, expect that some-
thing can be done and providing them the support to do so.

I would not want to discount either tbe need for research in the
sense that we are constantly finding new approaches to many of these
problems which reduce both the manpower and financial need through
reducing the degree of disability of many of these individuals.

In more sophisticated areas generally I would say, and where peo-
ple have availability of the more sophisticated services, their needs
are more likely to be met.

In less sophisticated areas where people do not have the availability
of these services, I think we need more of an educational program and
additional services, of course to back up the educational program.

Senator KENNEDY. Mr. BlaCk, do you wish to add anything to that?
Mr. BLACK. I don't think so, Senator, except to emphasize this one

point on the whole question of need. This study I referred to in my
testimony showed that of the 166 centers that were studied at that
particular time, only 12 were in poverty areas.

Senator KENNEDY. When was that study made? Are the data recent ?
Mr. BLACK. That study was in 1967. There has been no comparable

study of that kind since then, although I understand Dr. jaslow's
impression is that if we made another study now we would get com-
parable results.

We did complete a separate study more recently in model cities
neighborhoods that showed that of some 300 construction projects,
20 percent were in model cities neighborhood areas, which means one-
fifth of the total projects.

Yet we have 75 percent of our target population in these poverty
areas. Again, I just want to emphasize this area Of need, particularly
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in view of the wide range of programs that we have in the Depart-
ment. We think it important to tool this program up in such a way
right now that we can target it in on needs that we know are not being
met otherwise.

This is one very glaring need in these poverty areas. What we want
to do is to make more flexible, give more support if necessary, give
planning money to help them get started, give them a greater per-
centage-of support for a longer period as the case may be in individual
circumstances.

Meanwhilet I want to emphasize as strongly as I can our interest in
reviewing this total prooram in the Department. As we have said
before this committee on aher occasions, there are a lot of things down
in HEW that we are trying to take a hard look at.

In my experience there I don't know of anywhere the need is greater
than in this particular area because we do have so many programs in
different parts of the Departmentin the Office of Education, in
HSMHA, SRS, they just range all over the lot.

We are trying right now to make some studies of those various pro-
grams in conjunction with some other longer range studies we are
making.

Senator KENNEDY. Mr. Black, in your testimony you indicated that
little or no increases would be proposed by the administration for
various health programs.

You mentioned priorities, which imply increases in some areas. Is
mental retardation one of your priorities ?

Mr. &Am. I think certainly mental retardation is a priority. I
further said we want to devote as much money to it as our fiscal
resources will allow. I would like to make a couple of points in that
respect. One is that there are certain built-in increases here in the cost
of our programs, as indicated by the fact that this year we are spend-
ing $77 million more than the comparable figures last year.

Now, much of that is for matching grants for vocational rehabilita-
tion, for medicaid programs, help to the retarded in that way, things
that we have no control over because they are built-in costs.

Beyond that we are putting some money into some other aspects of
the mental retardation program. For instance, we have programed-Th
more money for rubella vaccine. In addition, we are proposing some
other programs which certainly cannot be said to be unrelated to this
one.

One of the things we are trying to do, as you know, is come up
with, in conjunction with the Congress, a new welfare program. We
have made our proposal, which is going to be an expensive program,
addizig at least $4 billion a year to the present cost.

The hope here is that we are going to break the cycle of poverty
and rescue families from the dependency and poverty morass that they
are in now.

When you realize that the incidence of mental retardation is so
high in the poverty area, I think you have to take this into considera-
tion in our total effort.

I would like to have Dr. Steinfeld comment on this, too, in respect
to priorities.

Dr. STEINFELD. I think one must distinguish between prevention
and care for those who are already mentally retarded. Among the
priorities clearly is family planning. Since the incidence of mental



119

retardation is much higher among children who are born very rapidly
year after year, rather than more widely spaced, particularly in
poverty areas, family planning funds and information and better
family planning should result in the decrease in the number of men-
tally retarded children born.

The fact that many women who have these children have never seen
a physician during the period of their pregnancy and have not had
prenatal care is a significant problem.

I think the emphasis on comprehensive health services and provid-
ing prenatal care to pregnant women should again improve or prevent
the problem. Improving the nutrition of the pregnant mother and
newborn child, the child during the first 5 years of life, which is
another of the health aspects which we are emphasizing in this Ad-
ministration, I think should also move in the direction of reducing
retardation.

And, as Mr. Black mentioned, the rubella vaccine and prevention
of other infectious diseases, along with increased emphasis in NICHD
on research in other, areas such as genetic counselling, which is really
a new field and getting results, all contribute to the health portions
of tliis program, aside from the family assistance program which is
another approach to the same overall problem.

Senator KENNEDY. In terms of prioritiest I am particularly in-
terested in your views as to facilities and training programs. I know
you were not trying to be all inclusive in your examples.

Dr. STEINFELD. Ideally, of course, one would like facilities to be near
home in these areas. Once again by having project grant money avail-
able and providing it where the need is greatest would seem an appro-
priate direction to go.

Funds for facilities are available in the administration proposal
which you will be receiving shortly. Training is again a problem, re-
search training which must be emphasized, and service training which
is also necessary in this area. I think we have a deficit of trained pro-
fessional personnel in the health area all across the board. We must
emphasize m anpower.

Senator KENNEDY. Mr. Black, would you describe the number of
applications and the demand for the funds that now exist? Can you
give us any figures in this area ?

Mr. BLACK. I would like to have Dr. Jaslow give those figures.
Dr. J./mow. Under the initial staffing program there were about 300

applications for the first year of operation, requesting about $15 mil-
lion. We "funded about 237 of them with the available money of
$8,350,000. We do not have applications as such for construction but,
of course, there is a backlog of need.

There is a preliminary list from the State agencies which gives us
an idea ; about 318 projects are on the drawing boards ready to come in.

The Federal share would beI don't have that figure at the moment
but it would be considerable, somewhere around $100 million.

Senator KENNEDY. Are these facilities that are on the drawing
boards now ?

Dr. JlitsLow. Facilities that are either on the drawing boards or for
which groups have evidenced some interest in developing.

Then in the area of the university-affiliated centers there are ap-
prciximately 55 institutions which have or are developing projects
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!lbout eight or nine projects that are just about ready to be reviewed
if funds are available, and there is one project that is approved but
not funded. There are about 28 that are in the process of beingdeveloped.

Senator KENNEDY. How much would that be in terms of a financialcommitment by the Federal Government?Dr. JASLOW. I would have to figure that up, sir, and supply it for
you later.

(Information subsequently supplied for the record : $125 million.)Senator KENNEDY. Dr. Newman what is the length of time now that
a child must wait to go into a State facility in Massachusetts?Mr. NEWMAN. MiSS Doris Fraser would have the up-to-date number
on that.

Senator KENNEDY. I see Miss Fraser in the audience. She is the
head of the Bureau of Retardation in the Governor's Planning Office
in Massachusetts. Can you give us that information,

Miss Fraser?Miss FRASER. We have approximately 700 waiting for admission to
our State schools right now.

Senator KENNEDY. Is that in Massachusetts ?Miss FRASER. Massachusetts.
Senator KENNEDY. 700 waiting?Miss FRASER. That is right.
Senator KENNEDY. What is the length of time they have to wait ?Miss FRASER. They waitanywhere from 6 months to 10 years.Senator KENNEDY. Is that in Massachusetts you are talking about?
Miss FRASER. Right.
Senator KENNEDY. Why does one person wait 6 months, and another10 years?
Miss FRASER. I am not speaking for thedepartment of mental health

itself. I am not in the department of mental health, I am in the Gover-
nor's office. But the general practice that I have been familiar withthere is that there are many times when parents will put their nameson the waiting list in anticipation of the child growing older or them-selves growing older and not being able to manage the child. The
person's name stays on the waiting list until such time as the parentagain makes a decision or places more pressure on the department foradmission.

But there is a greater and greater effort in each of the State schoolswhere we have a community evaluation and rehabilitation clinic to
plan on care in the community and this is really taking hold in Mas-sachusetts now.

But there are still many people who need institutional care and donot receive it.
Senator KENNEDY. How long is the waiting period for a parent whoreally needs to get his child into a State facility ? Can you distinguishin your statistics between those who are really, in need and those whoare just putting their child's name on the list in anticipation thatthere may be a need in the future?

Miss FRASER. Emergency care? I think in all instances you wouldfind a response to immediate
emergency care. There has been an effortto centralize the admissions list. There has been an effort to handle onan emergency basis people who really need relief, emergency relief.This kind of administration was instituted by Dr. Burton Black in
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Massachusetts who consolidated the waiting lists in State schools to
set up a very careful administrative policy about emergency
admissi ons.

Senator KENNEDY. Do you know what is the average waiting period
in other States, such as New York?

Miss FRASER. I am not familiar with New York. I have been spend-
ing more time on the problem of rewriting our laws pertaining to ad-
mission, commitment. retention, and discharge.

I think generally across the country most of our laws which pertain
to people in institutions are basically not constitutional.

We have work to do to upgrade the laws pertaining to incarceration
of the retarded. This is a major need, plus guardianship laws in the
country.

Senator KENNEDY. Thank you very much for this information, Miss
Fraser.

Dr. JASLOW. I think basically the most on any State waiting list
totals around 31,000 but it is not an accurate figure.

It also includes those who are waiting, particularly where there are
elderly parents, in case something should happen.

It also does not include others who frequently don't apply because
they feel the wait is too long. The difference in the admission rate is
also due to the fact that today more and more of the institutions are
subdivided into special units and there may be an opening in a particu-
lar unit more frequently than in another parficular type of unit.

In other words, among an adolescent group where there is likeli-
hood of vocational employment, there may be a greater turnover than
in another age group or handicapped group.

Senator KENNEDY. Even assuming there are special difficulties with
respect to certain types of facilities, what is the average waiting
period for parents before they can get their retarded children into a
State institution?

Dr. JASLOW. I would have to repeat what was said before, anywhere
from a few months up to years, d.epending on the State and the area.

Mr. NEWMAN. May I say the average time is too long, whatever it
is. I think one of the hopeful things that has happened over the last
few years has been the development, stimulated by the Federal Gov-
ernment, of activity by the voluntary groups, ana the kind of State
planning efforts that you have been hearing a little bit about this
morning which have stimulated the States in both the public and
people begin to see the alternatives to institutionalization.

Here is the promise of the future. One of the things that we have
begun to find is that when certain kinds of supportive services become
available in a community to sustain a person in his home, the waiting
list problem has a tendency to begin to disappear in the sense that
people begin. to see the alternatives to institutionalization.

I don't know whether there has been enough experience to document
this, nor am I aware of any specific studies in this area. But, I do
know, in talking to parents of retarded children, that when a com-
munity facility, a day-care type facility, and other kinds of supporting
services do begin to appear within an hour's travel distance, for exam-
ple, then the peace of mind which results frequently takes away the
pressure on the waiting list in some of our institutions.
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Senator KENNEDY. Has the length of the waiting period changed in
the last 5 or 6 years ?

Dr. JASLOw. I would say so. First of all, there has been greater use
of other facilities and servicesoiot just for those on the outside but
also with transfers or utilization by those who are already residents.

I would say that between the appreciation of alternate means of
services, the use of other types of residential services and community
services, the period of time people have to await aamission
areas has decreased as they have developed this broadened speeorurn
of services.

Senator KENNEDY. How do we decide how effectively our Federal
expenditures are meeting the problem ?

Mr. BLACK. This is one of our problems, Senator, because I think we
are not sure which are the inost effective. As I indicated earlier, these
activities are spread so far over the department that one of the things
that we are very seriously engaged in and want to do more is to try
to evaluate our various programs in the field so that we can see which
ones are on target and which ones might be consolidated.

A. little bit of history might be interesting to you. Mr. Kelly, our
Assistant Secretary-Comptroller, told me that back in tha days when
Mr. Fogarty was chairman of the Appropriations Subcommittee on
the House side, that on a plane trip at one point he read a magazine
article on retardation in which Cardinal Cushing was quoted as hav-
ing said he considered retarded children as exceptional children.

Mr. Fogarty got very interested in the whole problem and eventu-
ally, according to Mr. Kelly, in the Appropriations hearing, every-
body who came up before Mr. Fogarty was asked, "What are you do-
ing for retarded children ? What are you doing for these exceptional
children r

The result was that we had a lot of programs built up all over the
Department. We do have one coordinating mechanism, as :you know,
the Secretary's Committee on Mental Retardation, which is a com-
mittee which includes the heads of the agencies dealing with retarda-
tion programs, but it is not an operational group.

Frankly, as a new administration, we feel that the overall evalua-
tion 'and coordination of these different programs leaves something to
be desired, which is why I say that before we commit ourselves to
spending vast new sums on any one program on a piecemeal basis we
would like to try to get a better idea of the whole picture.

Senator KENNEDY. Mr. Black, last July you came before this sub-
committee to testify for the administration on the mental health bill.
You made the following statement:

To achieve our goal the Administration has a basic objective, first, of not
proliferating and adding to existing grant authorities; second, of employing
broader purpose authorities so that there is flexibility to respond as conditions
and needs change, so that the localities and the States themselves may have a
voice in using the Federal funds.

Do you think that statement is consistent with your position this
morning in favor of project grants, rather than formula grants?

Mr. BLACK. I think it is consistent, yes. We are trying to consolidate
these various authorities into one authority. The only place in which
you might say i. is inconsistent goes back to the question you asked
earlier as to why we prefer project grants instead of formula grants.

1
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My answer was that in this case we are dealing with a much smaller
program dollar-wise than we were in community health centers.

Second, we have a problem here which is aincentrated in various
specific areas, not spread evenly among the States. I think what we
are trying to do is consistent with our overall administration philoso-
phy in consolidating these where possible and making them as flexible
as possible.

As I point out in my testimony, as you will see when we send up our
bill, we will give the States the authority and the opportunity to
review and comment on any project grant.

We are not going to make them all right here in Washington in
disregard of what the States think are important.

Senator KENNEDY. Turning to another issue, would you tell us why
you feel the definition should be limited to mental retardation, rather
than including other developmental disabilities as well ?

Mr. BLACK. Not anything further than what I said in my statement.
Perhaps one of our professionals would like to comment on that. The
feeling was that again we are going to be diluting the effectiveness
of this program by spreading the resources that we have to these other
handicaps, and second, that we would be overlapping and duplicating
programs which exist in other parts of our Department.

Maybe Dr. Jaslow, Mr. Newman, or Dr. Steinfeld would like to
comment.

Mr. NEw3fAx. I would say, Senator, that if the fiscal situation does
remain near present levels, then with respect to appropriations, I
think the moneys that are spent for services, construction and for
training, for these types of activities, should probably be limited under
the more restricted definition.

I would add, though in those States where we have evidence
that the States can put their programs together in such a way that
their programs can begin to take advantage of the moneys available
under other programs of the Department or other departments of the
Federal Government or of the State government or with the use of
voluntary funds, so that we don't have a proliferation of programs
but a pulfing toffether of funds; in these ingtances, moneys could be
made available ro more individuals than tbose now under our defini-
tici. These types of arrangements should be encouraged. So I would
think, for example, that some funds might be used for planning pur-
poses to encourage these arrangements. But I would make a disfinc-
tion between that type of planning activity and the actual expendi-
ture of moneys for services.

Dr. STEINFELD. I think there are several ways to approach this.
One approach is to see to it that the facilities and the personnel who
are best trained to provide a certain kind of care are utilized. De-
velopmental abnormalities might include orthopedic difficulties .
difficulties in kidney development, and a whole series of medical
problems, the treatment of which might be provided by other medical
specialties and other kinds of personnel from those appropriate to
retardation-related conditions.

Obviously, it is possible for a child to be born perfectly normal
withort a developmental abnormality and yet because of trauma in an
accident, because of tuberculosis, .meningitis, or other infectious dig:
ease. become mentally retarded because he has certain brain cells

38-191 0-70-9
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damaged, and regress. Therefore, developmental difficulty would not
subsume all of the problems with which we hope to cope. I think we
would do this along functional lines using facilities and personnel
best trained to handle the problem.

Senator KENNEDY. Senator Dominick ?
Senator DOMINICK. Mr. Black, I apologize for not having been

bere for your whole testimony. I will read it with care and I have
scanned it. I have a couple of questions.

My recollection is that the present authorization for staffing of
community mental health centers goes down as the time goes by.

In the proposed bill, I don't know whether you have it ready yet,
in your proposed bill what are you doing about staffing?

Mr. BLACK. We are leaving that, Senator Dominick, as flexible as we
can. Under the present law, as you know, the arrangement is much like
that for community mental health centers. It is a 51-month period of
staffing support with a decreasing amount each year.

Our thinking is that in the legislation we will submit we want to
leave ourselves some flexibility in this and permit, as each individual
case is considered, a longer period of staffing and a greater amount of
support if necessary in that individual case.

One of the things we have been discussing this morning is the special
need for these facilities in poverty areas. Apparently one of the things
that has happened here is that the areas which have had the most re-
sources came in first under this program because they were able to meet
the present matching requirements and got their centers, and the others
did not.

So our plan is to provide flexibility in this so that if necessary it
could be longer and varied, particularly in poverty areas where we are
going up to a maximum of 90 percent.

Senator DOMINICK. Theoretically the idea of starting out with some
Federal funding and asking the localities to match and then to have it
on a decreasing basis once it gets started would seem to make some
sense.

The difficulty, however, is that almost every community starts rely-
ing on the Federal funding almost immediately and then when the
decreasing amount comes along they find themselves having real
trouble trying to replace it.

In some cases, I know in our areas, and I am talking about the Rocky
Mountain States as a whole, not just Colorado, they have found that
they simply can't keep these things going over a long period of time.

Whether this is lack of interest on the part of the localities or what
it is I can't say but it is a problem.

I bring that up so that it can be thought of while you are getting
your own legislation ready.

Mr. BLACK. The problem is one we recognize. Of course, in the com-
munity mental health centers we have had enough experience so that
some of these centers are near the time when the Federal funds are go-
ing to expire and we know on the basis of this experience that what
you say is true; that the local support that we expected has not been
forthcoming.

So, we proposed, and the legislation already before this committee
proposed, that the period be extended to 8 years rather than the present
51 months.
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Now in the case of the mental retardation facilities we have had a
much shorter experience so we are not prepared to say that the centers
which have already been funded are going to need a longer period
than 51 months.

Some may, some may not. ,As we said here a few minutes ag.,, one
of the encouraging things thatifnas happened is that with the stimulus
of Federal support, not just iPthis program but in a wide range of ac-
tivities, there has been a lot more State and local activity.

We would hope that with this kind of stimulus, as centers are de-
veloped, they will be able to sustain themselves after a period with
State, local and some private support without Federal support from
now on.

Our concept still is that this should be seed money to stimulate these.
Senator DOMINICK. My opinion is that the more local responsibility

on the States and local communities with resources to help them, the
better off we are.

It occurs to me that maybe we are getting close to the time where we
ought to say, "Look, we have outlined this program in this way and
if you don't want to take up this responsibility, things are tough all
over, you are going to have to fund it on your own or you have had it."

Now this is going to make a lot of people very angry, no question
about that. The question is how else can we get this done unless we
take a fairly firm stand ?

Mr. BLACK. I think the problem with the approach you have out-
lined there is on e. we were discussing earlier, which is that the area
of greatest need for these facilities is in the poverty areas where three-
quarters of the retarded persons can be found. Yet we have seen that
up to now only a small fraction of these facilities have been devel-
oped in those areas because in many cases they lack even the funds to
plan these centers, much less to come up with the kind of support that
is required under the present legislation.

So, what we are trying to do and we concede it will be administra-
tively difficult in some ways, is to build into the legislation enough flex-
ibility so that we may adjust these requirements and the Federal role as
the individual circumstances and needs change.

Senator DOMINICK. Yes, but the difficulty with that is that if we
start distinguishing between areas on an income basis as to where we
are going to put our funds, what we are saying is that a man who has
a kid who is mentally retarded and lives in a poor area is going to get
help but a person who is in the same income bracket but happens to live
in a higher income area is not going to get any help.

Mr. BLACK. I think we would be saying that the man in the poverty
area would get more help than the other man.

Senator Dompacit. In case they are in equally bad shape in both
areas you can't distinguish between mentally retarded kids.

Dr. STEINFELD. I think if we talk about prevention, Senator, the
opportunities are much greater in the poverty areas. I think the em-
phasis there would be in attempting to prevent retardation rather than

iin the provision of services which s another part of the problem.
I wanted to say something earlier, I think your question was par-

ticularly appropriate, where a program is successful, whatever it is,
where one develops a new drug successful against a rare form of
cancer; patients appear from all over the place with this form of
neoplasm.
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In the California Health Centers Act when the facility is working
well and is active it begins attracting more and more people and be-
comes more and more active.

It is just at this point that the Federal dollars begin decreasing.
We are quite aware of the problem in meeting with the State mental
heakh commissioners. We are working on it. It is a very acute prob-
lem. You have hit on an important point.

Senator DomINICK. If you have a consolidated grant program and
approach, which I think is something that I would like to see us work
toward wherever we can, don't you immediately run into the same
situation where you have theproblem of some of the local areas saying,

i"Well, what we need here s construction funds," and another one
saying, "What we need is staffing," and you get an uneven approach.

I am not saying that the uneven approach is bad but the question
immediately comes up if you do it this way don't you have a situation
where in some areas you will find the program is successful and iii
others it is not because of the difference in the ability of the local
authorities to determine how the money can best be spent?

Mr. BLACK. I think you will have to some extent an uneven approach
but you have an uneven problem, too. This is really what is behind
our recommendation on this. We think that the needs are going to be
different in various areas. We are trying to give ourselves enough
flexibility here to meet them.

If you have one area which is going to need more support for one of
these facilities to keep the thing from folding its doors and going out
of business, perhaps we could be in a position to provide that support.

Senator DOMINICK. Let me ask you this, if I may. Assuming that
we do get an uneven approach, and I think this is a fair assumption
under a consolidated grant type of program, is there any provision
for the dissemination of information between areas so that they will
know which approaches are working in a particular area and which
ones are not ?

Mr. BLACK. I think that is going to be one of our responsibilities.
Under the concept that still guides us in this particular program,
which is the seed money concept with the Federal Government using
its resources to stimulate development in the States, one of the things
that we want to do and one of the reasons that we want the kind of
flexibility we are asking for here is to be more able to target our money
to any new approaches which any State or locality may come up with
which seem to us to be especially promising so that we can give
that State the encouragement it needs.

If it does work out we will want to share that with other States and

Senator DOMINICK. Thank ynu, Mr. Chairman.
Senator KENNEDY. Thank you very much, gentlemen. We appreciate

your testimony. I ani grate ful to each of you for coming here this morn-
ing to present the administration's testimony. In light of the issues that
have been raised, I believe that it may 'be helpful to request additional
information from the Department. I would like to submit some supple-
mental questions to you, and I hope that the questions and your replies,
along with your prepared statement, may be printed at this point in the
record.

Mr. BLACK. Thank you, Mr. Chairman.
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(The prepared statement of Mr. Black, and covering letters, and the
material referred to, follow :)

PREPARED STATEMENT OF CREED C. BLACK, ASSISTANT SECRETARY FOR LEGISLATION,
DEPARTMENT OF HFALTH, EDUCATION, AND WELFARE

Mr. Chairman and Members of the Subcommittee, It is a privilege to appear
today to testify on the progress that has been made under the Mental Retarda-
tion Facilities Construction Act and proposals for its extension and amendment.

This legislation, as you know, was initiated in 1903 with tha objectives of
stimulating the development of needed manpower, research, and a network of
facilities for the delivery of services to the mentalfy retarded. In the years since
1963, progress toward those goals has been significant.

Under the community mental retardation facilities program, (Part C), for
example, 297 projects have been approved. When completed, they will make
available modern and efficient facilities to provide services to 30,000 persons
who were not being served at all and improved services to another 45,000 persons.
When the present authorization expires on June 30, 1970, about 07 other facili-
ties will have been funded, which when completed will provide services to 15,000
more persons.

Comparable progress has been recorded under the program of initial staffing
grants for community mental retardation facilities, which was added to the Act
by the Mental Retardation Amendments of 1967. These grants are available to
assist in the initial staffing of both new facilities and new services in existing
facilities. To date 237 projects have been funded, providing sul2port for staff to
serve over 00,000 retarded. It is expected that by June, 1970, when the present
authorization expires, 468 projects will have been funded, providing staff to
serve more than 120,000 retarded in their home communities.

The third major effort financed under this Act is the University-Affiliated
Facilities Program (Part B), which provides grants to assist in the construction
of facilities affiliated with universities or colleges which offer interdisciplinary
training based on exemplary models of comprehensive services to the mentally
retarded.

The University-Affiliated Centers are a major resource for training profes-
sional and technical personnel needed to work with the mentally retarded, such
as physicians, social workers, nurses, psychologists, special educators, therapists,
and rehabilitation specialists.

Through 1909, eighteen projects have been approved and funded; six have been
completed and eight more should be completed within the next 12 to 18 months.
The facilities are coordinating their activities with other community programs,
and with State residential programs for the retarded. As a broad resource for
specialized training, continuing education, and the provision of exemplary serv-
ice in complex cases, they fill a role in the system of mental retardation services
similar to that of the teaching hospitals in the health field or the research and
training centers in the field of vocational rehabilitation.

Before turning from this brief summary of results thus far to the question
of where we go from here, Mr. Chairman, I think It is important that we put
this particular legislation Into the broader context of our department's total
activities in the mental retardation area.

As the members of this committee are no doubt aware, the Mental Retardation
Facilities Construction Act is but one part of a much larger effort which spans
the entire Department of Health, Education, and Welfare. The impressive scope
of these department-wide activities was described in a report prepared earlier
this year for the House Appropriations Subcommittee by the Secretary's Com-
mittee on Mental Retardation. With your permission, I should like to submit
a copy of the complete report for the record of these hearings and summarize it
briefly for the purposes of our discussion today.

The Department has responded to the needs of the retarded through a broad
range of approaches which include preventive services, training of personnel,
facility construction, research, education, and other supportive services.

The estimated budget requested for 1970 Includes $585,169,000 for mentally
retarded persons and for prevention of mental retardation with the following
breakdown:
Services, Research, Education, Rehabilitation $305, 869, 000
Income Maintenance (SRS-75,000,000; SSA-144,300,000) 219, 300, 000

Tortal 585, 169, 000

1 .°).1
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This estimated total of $585 million for 1070 is more than $77 million above
the comparable figure for 1969. And the bulk of that increaseapproximately
$56 millionis for services and grants.

I would like to give you just a very brief idea of what types of activities are
covered.

Preventive services are those rendered as a part of programs designed to
reduce the incidence of mental retardation. The major activities in this area
are carried on under the maternal and child health programs authorized by the
Social Security Act and the preventive services programs under the Public Health
Service Act.

Research provides our hope for the future in mental retardation through pre-
vention and early treatment. In 1970 and 1971, the availability of the Rubella
vaccine, which HEW supported through research, vaccine production and wide
dissemination, should prevent repetition of the tragedy of the 1964 Rubella
epidemic when an estimated 9,000 babies were born retarded. Basic nutritional
research has revealed the harmful effects of malnutrition on the physical and
behavioral development of children and should provide future guidance in diet
experimentation for both mothers and children as a further means of preven-
tion. The Department is also expanding and improving its programs of family
planning research and services, since both the spacing of children and the num-
ber of pregnancies can effect the incidence of mental retardation.

State health departments, crippled children's agencies, and State welfare
agencies use funds provided under the Social Security Act for activities designed
to : increase the health and welfare services available to the retarded, enlarge
existing mental retardation clinics by adding clinic staff, increase the number
of clinics, begin evaluations of children in institutions, extend screening pro-
grams, provide treatment services for physically handicapped retarded young-
sters, increase inservice training opportunities, and provide homemaker and
other care services for the mentally retarded.

The mentally retarded receive a variety of services under our vocational
rehabilitation programs in the form of medical diagnosis, physical restoration,
counseling and testing during the rehabilitation process, assistance in job place-
ment and follow-up to insure successful rehabilitation.

Training programs form an integral part of most of the mental retardation
programs of the Department. These programs include support of professional
preparation in the following areas: research training in the basic and clinical
biological, medical and behavioral sciences ; training of professional personnel
for the provision of health, social and rehabilitative services for the mentally
retarded; inservice training of workers in institutions for the mentally re-
tarded; training of teachers and other education personnel to provide educa-
tion for mentally retarded children ; and training of personnel in recreation and
physical education activities for the mentally retarded and other handicapped
children.

It is against this background, Mr. Chairman, that I now want to return to the
question of extending and amending the particular legislation now before this
committee. And we must begin, I think, by looking at certain economic con-
siderations.

The first of these is that even now the programs conducted under this Act are
funded at substantially less than the authorized level. Authorizations for FY
1969 were $60 million, while appropriations were $29.5 million. For the present
fiscal year, the authorizations total $84 million. The Administration has re
quested $20 million, and the House appropriated $24 million. It must be con-
stantly remembered, however, that the total federal effort is not to be measured
by these figures but by the $366 million committed to training, research and
services for the mentally retardedof which the funds spent under this one
program are only a fraction.

Second, I want to say in all candor that in our opinion substantial new sums
of money are not likely to be available for this program, among many others, in
the immedate future because of the budgetary constraints necessitated by the
urgency of stemming inflation. This Administration is firmly committed to con-
trol of this inflationary situation by using all tools at its disposal. including
strict control of Governmental expenditures. Under such constraints, the require-
ment that we choose our priorities among a host of desirable programs becomes
ever greater.

The Administration, therefore, has considered legislation for extension of the
Mental Retardation program in the context not only of the needs of the program
itself but also the larger Administration legislative program and fiscal policies.
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In this context, we believe that to hold out the hope of vast increases in expendi-
.tures for this portion of the program would raise false expectations.

Furthermore, Mr. Chairman, one of the major goals of this Administration is
to consolidate and simplify federal grant programs. It shouhl be obvious from
the earlier summary of HEW programs in the area of mental retardation that
we want to undertake a broad-gauge review of all these programs before commit-
ting this Administration and the American taxpayers to vast new expenditures
in any individual program on a piece-meal basis.

A basic point I would like to make, Mr. Chairman, is that the Administration
is commited not only to the continuation of mental retardation programs and
services but to strengthening the quality of the projects funded and to prevention
of mental retardation wherever possible. We will move ahead as fast as fiscal
constraints will permit, but inevitably these constraints force choices among
alternatives.

In these circumstances, therefore, we believe it is desirable to amend the
Mental Retardation Facilities Construction Act in ways that would simplify it
through consolidation, make it more flexible, and encourage the use of available
resources where they will be most effective.

With these objectives in mind, Mr. Chairman, we have sonic serious reserva-
tions about S. 2846, which was introduced by members of this committee.

It does embody sonic principles with which we are in accord. Although
it contains at least two programs, it moves significantly in the direction of
unified grants, a direction with which we agree and are proposing to you
today. The bill also places substantial responsibility on the States, something
to which this Administration subscribes, although the cumulative effect of the
rather detailed State plan requirements considerably limits the exercise of
responsibility that the bill would appear to give to the States.

If funds of the magnitude authorized in the bill were likely to be made avail-
able, we perhaps could reconcile our differences on other points. However, with
present fiscal constraints, we must think in terms of funding near present levels--
not a several fold increasefor the foreseeable future. At these levels, we do not
believe that the machinery provided by the bill can be relied on to get available
dollars to the places, for the purposes and at the times that they are most needed.

Regardless of budgetary considerations, the concept of developmental disability
in the bill gives us concern. Unlike the present focus on mental retardation and
associated neurological conditions in existing law, S. 2846 would apparently
cover any chronic defect or condition. Many of these are now the subject of
other programscrippled children's services, vocation rehabilitation, etc. Apart
from the problems of overlap and duplication, we are not convinced that enough
has yet been done in the field of mental retardation to warrant taking the central
focus off mental retardation and closely associated conditions.

As for the problems of duplicating and overlapping authorities to which I just
referred, they are serious indeed because the scope of Title I of S. 2846 is far
broader than the program it replaces. As defined, a "developmentally disabled"
person could include virtually an seriously emotionally disturbed children and
a great number of mentally ill adults whose disorders can be said to have
originated at some time in their childhood. These individuals are now eligible for
care under the Community Mental Health Centers program, which we feel is
better designed to meet their needs.

Moreover, the effect of separating a particular group of mentally ill individ-
ualspreponderantly childrenfrom the programs available for other such per-
sons would be the creation of a new and highly specialized mental health pro-
gram, set apart from the programs provided by the community mental health
center for other family members. This is inconsistent with the public health
family treatment approach favored in this country.

Even if services under the proposed developmental program and under the
existing community mental health centers program were offered under one
roof, the many differences in the requirements for each program would lead to
great difficulties of administration.

For the above reasons, we do not recommend enactment of S. 2840.
Instead, we propose a consolidated grant approach which would encompass

the present program of grants for construction of mental retardation facilities,
grants for initial staffing of community mental retardation facilities, and a
three-year program of grants to public or nonprofit private agencies for facilities
and services for the mentally retarded, including such things as:

Provision of services for the mentally retarded (operations grants) ;
Construction of mental retardation facilities ;

1
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Development and demonstration of new or improved techniques for provision
of services for the mentally retarded ;

Manpower development;
State and local planning, administration, and technical assistance.
Under this program the Federal share wauld not exceed 75 percent of the

cost of new projects, including construction, except in poverty areas, where
90 percent will be permitted.

This program would provide for joint funding arrangements with other Fed-
eral programs.

It would provide opemitional support to those recipients who have received
commitments for future support under the exising law.

Assurance would be provided that there would not be less Federal funds for
all types of projects in a State than were allotted to it for fiscal year 1970 for
construction of community mental retardation facilities.

States would also be given an opportunity to review and comment upon
projects in their jurisdictions before grants were made.

The Administration's legislation, we believe, will provide the simplification
and the flexibility I said earlier are needed if available resources are to be used
where the need and the opportunity for effectiveness are greatest.

And I think it should be emphasized here, Mr. Chairman, that the mental
retardation problem is not one that is spread evenly among the States or the
populace. On the contrary, we now know that three-fourths of the nation's re-
tarded persons are concentrated in poverty areas.

Obviously this startling fact must be taken into account in all efforts to deal
with the problems, as the President's Committee reminded us earlier this year
when it reported :

"No recent finding about mental retardation has bad greater impact than the
discovery that retardation rates soar in urban and rural low income areas. No
estimate of mental retardation incidence in sucb neighborhoods is less than
twice the national average. One inner city count of retarded persons found one-
third of the total population in a several-block area functionhig at retarded
achievement levels !"

Unhappily, however, since the inception of the Counnunity Mental Retarda-
tion Facilities Program in 1903, it has become increasingly clear that those in
greatest need of community-based service, the urban and rural poor, have been
the least able to effectively organize, plan and raise sufficient funds to compete
for Federal grant support.

Despite the fact that development of adequate mental retardation services in
poverty areas is recognized as of highest priority at Federal, State, and local
levels, development of such services for these areas is proceeding at a rate slower
than to be desired. Inability to assure matching funds is a major cause. Priority
of need means little in the face of the necessity to demonstrate adequate financial
resources. An early study of 160 projects showed that only 12 facilities were
located in poverty or disadvantaged areaswhich can hardly be called reassur-
ing in the light of the knowledge that 75 percent of all the retarded persons are
located in such areas.

Amount the primary reasons for this situation have been (1) hiadequate state
and local funds to match the federal support, which has a maxinunn of CO%
percent and (2) lack of adequate operational support. Preferential mateMng
for both construction and operating costs will do much to provide the needed
incentive mid assistance for the establishment of services in these under-
privileged areas.

Extended length of time of Federal participation in operating costs will pro .
vide a longer period of availability of close Federal-State-local partnerships and
meaningful technical assistance to these local programs.

In conclusion, Mr. Chairman, I would like to point out that the President's
Committee has identified several areas in which concerted public-private effort
;lin bring significant progress in mental retardation.

Increasing the availability of mental retardation services, particularly in tbe
urban and rural low income, disadvantaged neighborhoods in which some three
fourths of the nation's mental retardation b; found;

Development of more and better manpower recruitment and training programs
for work with the retarded;

Better, more imaginative use of existing resources at all levels, as well as
broader realization and use of the resource that the retarded themselves
represent ;
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Development of more public-private partnerships in mental retardation pro-
grams, services, and research.

We believe that the Administration's legislation, which we hope to submit
quite soon, will help focus In on these needs, and we urge its thoughtful con-
sideration by this committee.

U.S. SENATE,
lVashing to n, DN., November 21, 1969.

Hon. CREED C. BLACK,
Assistant Secretary for Legislation, Department of Health, Education, and Wel-

fare, W a shing ton, D.C.
DEAR MR. BLACK : I was pleased to have the opportunity to hear your testi-

mony last week before the Senate Subcommittee on Health (hiring the hearings
on mental retardation and other development disabil: ties,

As I indicated during the bearings, there are a number of areas, many of a rel-
atively technical nature, where I believe that supplemental information would be
of valne to the Committee in considering this legislation. Pursuant to this, I
am snbmitting the attached list of questions, and I am hopeful that we may
receive your replies as promptly as possible, so that we may include them as part
of the printed record of the hearings.

Sincerely,
EDWARD M. KENNEDY.

ADDITIONAL QUESTIONS SUBMITTED BY SENATOR EDWARD M. KENNEDY TO THE LION.
CREED O. BLACK, ASSISTANT SECRETM2Y FOR LEOISLATION

1. Will you please provide us with a, table of State allotments of construction
f unds under PL 88-164, Title I, Part C based on the $12 million. made available
for fiscal Year 1969, along with the allotments that will result for fiscal year
1970, 'eased on the, $8.031 million that the Administration is currently requesting?

The language of the present Act states that h setting the formula for State
allot»ients, the &enters, ehall take into account, ". . (1) the population, (2) the
extent of the weed for facilities for the mentally retarded, and (3) the financial
need of the respective States."

(a) Would you please e.wlain how this formula takes account of these
various factors?

(b) Will you please provide us with the population and income data you
used in, your 1969 caleuldions, and the figure used for each factor for
each State?

3. When you submit the list of state allotments for 1969, will you please also
compute and list the amount that would be alloted to each state on, a per capita
basis, and the amount that would be allotted to each state on, the basis of the
need for facilitief for the mentally retarded?

4. Will you plcase provide us with, tables amtparable to those in questions
1-3 above, for the allotment of flouts under Part .9 of Title I of the Act ?

3. It Is my nnderstanding that the Division of Mental Retardation has also
been administering a project grant program of assistance to state residential in-
stitutions for tlw retarded, to improve their programs and provide in-service
training. These are the so-calla HIP and HIST program.

(a) Will you please provide a brief explanation of each of these pro7
grams and ifs relatiowship to the programs carried out under Title If

(b) How much money is allowed per institution for grants under each
of these programs?

(c) How much would you need to fully fund these programsi.e., to per-
»lit maximum participation by eligible institutions?

((1) TVill you please provide a state-by-state table of your grant totals
for each of these two programs in, 1969? In the table, please list also the
number of residents in the state institutions receiving awards, and the
per resident awards for HIP and HIST grants in each state.

0. During the recent hearings, you pointed out that the mentally retarded
benefit from a number of different programs in the Department, such as voca-
tional rehabilitation, education of the handicapped, "medicaid," income main-
tenance, and so on.

It I* my understanding that the mentally ill also benefit from all or most of
these programs. Will you please provide us with data for fiscal 1969, and the
budget estimates for 1970 on all expenditures for research, training, preventian,
treatment, instruction, income mainienamc, etc., for mental disorders other than
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mental retardation under programs administered by IrsmirA, OB, SRS, and
SSA Please provide this material as far as possible by live items contparable
to those included in. the table at the end of your submission on mental retarda-
tion., referred. to on page 0 of the transcript of your testimony. If possible, please
prepare ii new table comparing the new data with the data on mental retardation.

7. -What criteria are used by the Administration to assess the relative needs
of th e mentally ref a rded as compared with the mentally Ill?

8. 11'91 you please provide the latest availalfie data on a stale-by-state basis
on resident populations in slate and private mental hospitals, and state and
mqrate residential facilities for the mentally retarded?

DEPARTMENT OF HEALTH, EDUCATION. AND \Yr.:1%1BI;
Wash in gl on, D.C., December 20, 1969.

II011. EDWARD M. KEN N F.DY,
U.S. Senate,
Washington,

DEnan SENATOR KENNEDY : This is in reply tO your letter of Norenther 21, in
which you Yoked a number of questions regarding the activities of this Depart-
ment in the Ilelds of mental retardation and mental health.

Enclosed you will find materials in reply to your specific questions. We hope
that this information will be helpful.

1)o not hesitate to contact us again if we can be of further assistance.
Sincerely,

CREED C. a/WIC,
Assistant Secretary for Legislation.

Question 1. Will you please provide vs with a table of State allotments of
construction funds tender PL 88-164, Title I, Part C based on, the $12 million, made
available for fiscal year MO, along with the allotmots that will result for Meal
year 1.970, based on the $8.031 million that the Administration is currently
request lug?

STATE ALLOTMENTS FOR CONSTRUCTION UNDER PUBLIC LAW 88-164, TITLE I, PART C

19691 19701 19691 19702

Total $12, 000,000 $8, 031,000 28. Nebraska $100,000 $100,000
29, Nevada 100,000 100, 000

1. Alabama 247,101 146,091 30. New Ha m pshl re ..... .. 100,000 100, 000
2. Alaska 100,000 100, 000 31. New Jersey 330,780 195,564
3. Arizona 100,000 100,000 32. New Mexico 100,000 100, 000
4. Arkansas 140,465 100,000 33, New York 834,557 493,407
5. California 916,026 541,573 34. North Carolina 329,988 195, 095
6. Colorado 109,285 100,000 35. North Dakota 100,000 100, 000
7. Connecticut 132,923 100, 000 36. Ohio 549,394 324, 813
8, Delaware 100.000 100,000 37. Oklahoma 148,469 100, DM
9. District of Columbia... 100,000 100,000 38, Oregon 105,657 100, 000

10. Florida 343,335 202,987 39, Pennsylvania 602,277 356, 079
11. Georgia 287,857 170,187 40, Rhode Island 100,000 100,000
12. Hawaii 100,000 100, 000 41, South Carolina 188,434 111,406
13. Idaho ... ...... 100,000 1 00, 000 42. South Dakota... ..... . 100,000 1 00, 000
14. Illinois 513,046 303,324 43. Tennessee 254,368 150,387
15. Indiana 264,230 156,218 44. Texas_ 651,236 385, 024
16. Iowa_ 145,193 100,000 45. Utah_ 100,000 100, 000
17. Kansas 123,314 100,000 46. Vermont 100,630 100, 000
18. Kentucky 207,763 122,834 47. Virginia 266,517 157, 570
19. Louisiana 243,088 143,718 48, Washington. 160,332 100,000
20, Maine 100,000 100,000 49. West Virginia 117,421 1 00, 000
21. Maryland 189,237 111,881 50. Wisconsin 224,683 132, 838
22, Massachusetts 263,504 155,789 51. Wyoming 100,000 100, 000
23. Michigan 440,252 260,286 52. Guam 7,971 4,713
24. Minnesota 197,153 116,561 53. Puerto Rico_ 222,836 131,745
25. Mississippi 185,147 109,463 54. Virgin Islands 4,915 2,906
26. Missouri 248,706 147,040 55. American Samoa 2,540 1, 501
27. Montana 100,000 100,000

'Actual.
Tentative.

2,8
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STATE ALLOTMENTS FOR NEW I NITIAL STAFF! NG GRANTS (PUBLIC LAW 88.164, TITLE I, PART D)

1969 1 1970 2 1969 1 1970 2

Total $8,358, 000 $7,380,000 27. Montana. $30, 925 $27,306
28. Nebraska. 58, 824 51,940

1. Alabama 187, 845 165, 865 29. Nevada 16, 632 14,686
2. Alaska 11, 008 9, 719 30. New Hampshire 28, 752 25,387
3. Arizona 75, 890 67,010 31. New Jersey 251, 459 222,035
4. Arkansas 106, 782 94,287 32. New Mexico 50, 349 44,457
5. California 696, 364 614,879 33. New York 634, 430 560,194
6. Colorado 83, 078 73, 357 34. North Carolina 250, 858 221,503
7. Connecticut 101, 048 89, 224 35. North Dakota 29, 863 26,369
8. Delaware 19, 590 17,300 36. Ohio 417, 650 368,779
9. District of Columbia__ 26, 897 23, 749 37. Oklahoma 112, 866 99,660

10. Florida 261, 004 230,463 38. Oregon 80, 320 70,922
11. Georgia 218, 829 193, 223 39. Pennsylvania 457, 851 404,276
12. Hawaii 31, 184 27,535 40. Rhode Island__ _____ .. 35, 054 30,952
13. Idaho 32, 663 28,841 41. South Carolina 143, 248 126,486
14. Illinois. 390, 018 344,380 42. South Dakota 31, 108 27,468
15. Indiana 200, 868 177, 364 43. Tennessee 193, 371 170,744
16. Iowa 110, 376 97,460 4 4. Texas 495, 069 437,140
17. Kansas 93, 743 82, 774 4 5. Utah 48, 919 43,195
18. Kentucky 157, 940 139,460 46. Vermont 18, 413 16,258
19. Louisiana 184, 795 163,172 47. Virginia 202, 606 178,899
20. Maine 44, 415 39, 217 48. Washington 121, 885 107,622
21. Maryland 143, 858 127,025 49. West Virginia 89, 263 78,818
22. Massachusetts 200, 315 176, 876 50. Wisconsin 170, 804 150,818
23. Michigan 334, 680 295, 517 51. Wyoming 13, 473 11, 897
24. Minnesota 149, 876 132,338 52. Guam 6, 060 5,350
25. Mississippi 140, 749 124,279 53. Puerto Rico 169, 4 00 149,578
26. Missouri 189, 066 166,943 54. Virgin Islands 3,736 3,299

55. American Samoa 1, 931 1,705

1 Actual.
a Tentative.

Question 2. The language of the present Act states that in. setting the formula
for State allotments, the Secretary shall take into account, ". . . (1) the popu-
lation, (2) the extent of the need for facilities for the mentally retarded, and
(8) the financial need of the respective States."

(a) Would you please explain how this formula takes account of these various
factors?

FORMULA-COMMUNITY FACILITIES AND INITIAL STAFFING GRANT PROGRAM
(TITLE I, PARTS C AND D, P.L. 88-164)

Allotments to the States from the annual appropriations for mental retarda-
tion facility construction are made as follows: 2/3 on the basis of the population
of each State weighted by State financial need and 1/13 on the basis of the extent of
the need for mental retardation facilities, for which State population under
age 21 is used. The Act provides for a minimum allotment of $100,000 to any
State or Territory, other than the Virgin Islands, American Samoa, and Guam.

(b) Will you please provide us wtih the population, and income data you used
in your 1969 calculations, and the figure used for each factor for each State?

1969 COMMUNITY MENTAL RETARDATION CONSTRUCTION AND STAFFING ALLOGA.
TION-POPULATION AND INCOME DATA

Basis of allocations, per requirements of P.L. 88-164, Title I, Part C:
(a) Total population, as estimated by the Bureau of the Census:

(1) Provisional estimated population of the United States,
July 1. 1968 (Series P-25, No. 403, September 19, 1968, and un-
published data) ;

(2) American Samoa, Guam, Puerto Rico, and Virgin Islands,
provisional estimates as of July 1, 1967, (Series P-25, No. 392,
May 2, 1968).

(b) Facility need, as represented by provisionally estimated population
under age 21 as of July 1, 1967 ( Series P-25, No. 384, February 13, 1968,
and unpubished data).

(o) Financial need, as represented by average per capita income 1965-67,
published in Survey of Current Business, August 1968, Department of Com-
merce.
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STAFFING ALLOCATION-POPULATION
AND INCOME DATA

Total
population

(thousands)

Population
unaer age 21
(thousands)

Per capita
income ratio

1. Alabama
3,566 1,531 14480

2. Alaska
277 141 0.8556

3. Arizona
1.670 738 1.1579

4. Arkansas
2, 012 819 1,4914

5. California
19,221 7,793 .8554

6. Colorado
2,048 839 1,0142

7. Connecticut
2,959 1,150 .7980

8. Delaware
534 226 .8502

9. District of Columbia
809 315 .7628

10. Florida
6,160 2,344 1.1197

11. Georgia
4,588 1,980 1.2565

12. Hawaii
778 343 .9561

13. Idaho

705 305 1,2031
14. Illinois

10,974 4,364 .8392
15. Indiana

5,067 2,085 .9970
16. Iowa

2,74 8 1,117 1.0032
17. Kansas

2,303 920 1,0325
18. Kentucky

3,229 1,341 1.3233
19. Louisiana

3,732 1,670 1,3051
20. Maine

979 404 1.1923
21. Maryland

3,757 1,565 .9193
22. Massachusetts

5,437 2,118 .8989
23. Michigan

9,740 3,670 .9151
24. Minnesota

3,646 1,529 1,0224
25. Mississippi

2,342 1,081 1.6879
26. Missouri

4,627 1,801 1,0515
27. Montana

693 305 1.1294
28. Nebraska

1,437 591 1.0262
1

29. Nevada
453 190 .8558

1

30. New Hampshire
702 276 1.0499 )

31. New Jersey
7,078 2,716 . 8565 i

32. New Mexico
1,015 496 1.2561

33. New York
18,113 6,888 .8419

34. North Carolina
5,135 2,158 1.3147

35. North Dakota
625 282 1.2347

36. Ohio
10,591 4,329 .9726

37. Oklahoma
2, 518 980 1,2017

38. Oregon
2,008 787 1. 0154

39. Pennsylvania
11,712 4,456 . 9957

40. Rhode Island
913 350 . 9653

41. South Carolina
2,692 1,187 1, 4534

42. South Dakota
657 294 1.2230

43. Tennessee
3,976 1,591 1.3320

44. Texas
10,972 4,711 1.1617

45. Utah
1,034 488 1. 1904

46, Vermont
422 172 1.1336

47. Virginia
4,597 1,928 1, 1347

48. Washington
3,276 1,264 .917449. West Virginia
1,805 724 1.361850. Wisconsin
4,213 1,762 1.0025

51, Wyoming
315 137 I, 0660

52. Guam
98 50 1.687953, Puerto Rico

2,729 1,420 1.687954. Virgin Islands
62 28 1.687955. American Samoa
31 17 1.6879
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Question 3. When you submit the list of state allotments for 1969, will you
please also compute and list the amount that would be allotted to each state on
a per capita basis, and the amount that would be allotted to each state on the
basis of the need for facilities for the mentally retarded?

HYPOTHETICAL ALLOCATIONS, 1969

Construction (pt. C) Initial staffing (pt. 0)

Population
only Need only

Population
only Need only

Total

1. Alabama

$12,000,000 $8,358,000

211,020 221, 976 146,975 154,606
2. Alaska .. 16, 392 20,448 11,417 14,242
3. Arizona 98,820 ' 107, 004 68,828 74, 528
4. Arkansas 119,064 118,740 82,928 82,702
5. California 1,137,444 1,129,884 792, 230 786,964
6. Colorado 121,200 121, 644 84,416 84,725
7. Connecticut 175,104 166,740 121,960 116, 134
8. Delaware 31,596 32,772 22,007 22, 826
9. District of Columbia 47, 880 45, 672 33, 348 31, 811

10. Florida 364, 536 339, 852 253, 899 . 236,707
11. Georgia 271,500 287, 076 189,100 199,948
12. Hawaii 46,044 49,728 32, 070 34, 636
13. Idaho 41,724 44,220 29,061 30,799
14. Illinois 649,404 632, 724 452, 310 440, 692
15. Indiana 299,856 302,292 208, 850 210, 546
16. Iowa 162,624, 161, 952 113,268 112, 800
17. Kansas 136,284 133, 392 94,922 92, 908
18. Kentucky 191, 088 194,424 133,093 135,416
19. Louisiana 220, 848 242, 124 153,821 168, 639
20. Maine 57, 936 58, 572 40, 352 40, 795
21. Maryland 222, 324 226, 908 154, 849 158, 041
22. Massachusetts 321,744 307, 080 224, 095 213, 881
23. Michigan_ 517,212 532,104 360,238 370,629
24. Minnesota 215, 760 221, 688 150,277 154,406
25. Mississippi 138, 588 156,732 96, 527 109, 164
26. Missouri 273, 816 261,120 190,713 181,870
27. Montana 41,004 44, 220 28, 559 30, 799
28. Nebraska 85,032 85,692 59,225 59,684
29. Nevada 26,808 27, 552 18, 672 19, 190
30. New Hampshire 41, 544 40, 020 28,935 27, 874
31. New Jersey 418, 860 393,780 291,736 274,268
32, New Mexico 60, 060 71, 916 41, 832 50, 089
33. New York 1, 071,876 998,676 746, 562 695, 578
34. North Carolina 303, 876 312, 876 211, 650 217, 918
35. North Dakota 36,984 40, 884 25, 759 28, 476
36. Ohio 626,748 627, 648 436, 530 437, 157
37. Oklahoma 149, 004 142, 092 103,781 98, 967
38. Oregon 118, 824 114, 108 82,761 79, 476
39. Pennsylvania 693, 084 646, 068 482, 733 449,986
40. Rhode Island 54, 024 50, 748 37, 628 35, 346
41. South Carolina 159, 300 172, 104 110, 952 119, 870
42. South Dakota 38, 880 42, 624 27, 080 29, 688
43. Tennessee 235,284 230, 676 163, 875 160, 666
44. Texas 649,296 683, 040 452,235 475, 737
45. Utah 61,200 70, 752 42, 626 49,279
46. Vermont 24, 972 24, 936 17, 393 17, 368
47. Virginia 272, 040 279, 540 189,476 194, 700
48. Washington 193,860 183, 264 135, 023 127, 643
49. West Virginia 106, 812 104, 964 74, 395 73, 107
50. Wisconsin 249,312 155,468 173, 646 177, 933
51. Wyoming 18,636 19, 860 12, 980 13, 832
52. Guam 5, 892 7, 200 4,104 5, 015
53. Puerto Rico 161,496 205, 884 112, 482 143,398
54. Virgin Islands 3, 696 4, 116 2, 574 2, 867
55. American Samoa 1,812 2, 424 1, 262 1, 683

Question, 4. Will you please provide vs with tables comparable to those in 0? te8-
Hon., 1-3 above, for the allotment of funds under Part D of tine I of the Act?

( See replies to questions 1 to 3 above.)
Q uestion 5. It is my understanding that Me Division of Mental Retardation

has also been administering a project grant program of assistance to state resi-
dential institutions for the retarded, to improve their programs and provide
in-service training. These are the so-called HIP and HIST programs. (a) Will
you please provide a brief explanation of each of these programs and its rela-
tionship to the programs carried out under Title I?
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THE HOSPITAL IMPROVEMENT PROGRAM AND THE UNIVERSITY AFFILIATED COMMU-
NITY FACILITIF:S CONSTRUCTION AND INITIAL STAFFING PROGRAMS

These are key programs in the overall Federal mental retardation effort. They
reinforce each other, but are contiguous rather than overlapping.

The Hospital Improvement Program concentrates on improving services to the
institutionalized mentally retarded, an area that has no other specific support
through Federal promms. Support is provided for (1) the demonstration of
improved methods ofbcare, treatment and rehabilitation of the retarded in state
institutions and (2) the inservice training of personnel employed in such
institutions.

The population of most residential facilities is predominantly made up of
severely and profoundly retarded (57%), who are often also multiple handi-
capped. There has been a trend away from services to the mildly retarded to a
bigher concentration on improved care and strengthened therapeutic program-
ming for the severely and profoundly retarded. The Hos Vital Improvement Pro-
gram, through concentration on specific services by better trained staff, is mak-
ing life more meaningful for those who must stay within the institution by help-
ing them attain their maximum potential for mobility and self-care. It also has
done much to increase the potential for connnunity placement of the mild and
moderate residents of institutions.

The Community Construction and Staffing programs provide the keystone or
cohesive elements of the community continuum of serVices through evaluation of
individual needs and providing the retarded with the foundation of readiness
which permits them to participthe in education, rehabilitation and other generic
PrOgraMS. In addition, these programs are designed to permit communities to fill
the gaps between the generic and other available specialized services locally
available. This encourages the development of a basic system of services in each
community so that most retarded individuals can remain in their home commu-
nities and progress from one service to another without losing the advantage
gained in one program for lack of an appropriate succeeding or follow-up service.

The University Affiliated Facilities Program provides grants to assist in the
construction of facilities affiliated with a university or college. These facilities
provide programs of interdisciplinary training based on exemplary models of
comprehensive services to the mentally retarded. The multidisciplinary training
programs within a University Affiliated Facility, housing an extensive array of
services for the retarded citizens of all ages, will provide trained manpower
and demonstration of modernized service and coordination to improve and ex-
pand the community and institutional programs supported by HEW agencies.

(b) How much money is allowed per institution for grants under each of these
programs?

The Mental Retardation Hospital Improvement Program (HIP) allows a max-
imum of $100,000 per institution each fiscal year ; the Hospital Inservice Training
program (HIST) allows a maximum of $25,000 per institution each fiscal year.

(o) How much wmtld you. need to fully fund these programsi.e., to permit
maximum participation by eligible institutions?

To permit maximum participation by currently eligible institutions at the pro-
gram budget ceiling, an estimated $18,000,000 for the HIP program and $4,500,-
000 for the HIST program would be required to fully fund these programs.

(d) Will you pleaso provide a state-by-state table of your grant totals for each
of thaw two programs in 1969? In the table, please list also the number of resi-
dents in the state institutions receiving awards, and the per resident awards for
HIP and HIST grants in each. state.

015.
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HOSPITAL IMPROVEMENT PROGRAM (HIP) ANO HOSPITAL INSERVICE TRAHING PROGRAM (HIST), 1969,
STATE-BY-STATE BREAKDOWN

HIP HIST

Fiscal year Per Fiscal year Per
1969 Number el resident 1969 Number el resident

awards residents award awards residents award

REGION I

Connecticut, total $299,988 4,005 $75 ;49,974 3,765 $13

Seaside_ 100,000 240 417
Southbury 99,988 2,018 50 24,974 2,018 12
Mansfield 100,000 1,747 57 25,000 1,747 14

Maine, total: Pineland 24,632 1,148 21
Massachusetts, total 161,484 7,443 22 65,562 3,249 20

Belchertown 7,276 1,289 6 23,068 1,289 4 18
Dover 95,186 1,885 50 18,051 1,885 10
Fernald 8,715 2,585 3
Hathorne 24,443 75 326
Wrentham 50,307 1,684 30

New Hampshire, total: Laconia _____ 100,000 1,020 98 25,000 1,020 25
Rhode Island, total: Ladd 25, 000 918 27
Vermont, total: Brandon 88,806 754 118 22,572 754 3

0
REGION II

Delaware, total: Hospitaller MR-- 65,965 618 107
New Jersey, total 380,689 5,816 65 147,113 7,072 21

Johnstone 68,968 492 140 23,124 492 47
New Lisbon 25,000 1,256 20
North Jersey 94,571 1,091 87 24,492 1,091 22
Vineland 74,125 . 2,020 37 24,776 2,020 12
Woodbine 61,714 1,213 51 25,000 1,213 21
Woodbridge 81,311 1,000 81 24,721 1,000 25

New York, total 421,510 15,729 27 47,342 8,471 6

Craig 83,127 1,877 44 23,299 1,877 12
Newark 92,531 2,563 36 13,472 2,563 5

Rome 62,518 4,031 16 10,571 4,031 3
West Seneca 99,992 1,669 60
Willowbrook 83,342 5, 589 15

Pennsylvania, total 58,724 851 69 58,363 2,964 20

Cmsson 20,150 606 33
Ebosburg 24,500 1,040 24

Laurelton 7,728 798 10

Western 5,985 520 12

White Haven 58,728 851 69

REGION III

District of Columbia, total: Oistrict of
Columbia Training 91,941 1,310 70 26,012 1,310 20

Kentucky, total: Outwood 31,261 474 66 22,127 685 32
Maryland, total 41,357 3,150 13

Henryton 20,017 403 50
Rosewood 21,340 2,747 8

North Carolina, total 159,472 2,174 73 50,000 2,174 23

Murdoch 59,472 1,600 37 25,000 1,600 16

Western Carolina 100,000 574 174 25,000 574 44

Virginia, total 86,777 3,618 24 40,565 3,978 10

Petersburg 25, KO 360 69
Lynchburg 86,777 3,618 24 15,565 3,618 4

West Virginia, total:C. Anderson 45,019 556 81

REGION IV

Alabama total: Partlow 81,797 2,290 36
Florida total 96,654 361 268 60,928 2,978 20

Marianna 23,500 970 22
Miami 96,654 361 268
Orlando Hospital 15,533 1,000 16

/11
"3.: :...

1
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HOSPITAL IMPROVEMENT PROGRAM (HIP) AND HOSPITAL INSERVICE TRAINING PROGRAM (HIST), 1969,
STATE-BY-STATE BREAKDOWN-Continued

HIP HIST

Fiscal year
1969

awards
Number of
residents

Per
resident

award

Fiscal year
1969

awards
Number of

residents

Per
rosldent

award

Georgia total: Gracewood_ 99, 659 1, 922 52 25, 000 1,922 13
South Carolina total 279, 205 3, 541 79 48, 487 948 51

Habil. Ctr 90, 061 500 180 23, 487 500 47
Pineland 100, 000 448 223 25, 000 448 56
Whitten Village 100, 000 2, 593 34

Tennessee total 155, 613 2,464 63 45, 771 1, 541 30

Arlington 20, 771 65 320
Clover Eilm 58, 326 1, 476 40 25, 000 1,476 17
Greene Valley 97, 287 988 98

REGION V
Illinois, total 332, 741 5, 286 63 52,053 5, 012 10

A. L. Bowen 24,999 240 104
Dixon. 99, 896 4, 072 25 22, 170 4, 072 5
III. Ped. InsL. 53, 226 264 202
W. G. Murray 113, 699 700 162 4, 884 700 7
W. W. Fox 65, 920 250 264

Indiana, total 115, 672 3, 307 35 19, 589 2, 058 10

Muscatatuck 19, 589 2, 058 10
Fort Wayne 85, 516 2, 507 34
New Castle 30, 156 800 38

Michigan, total. 376, 097 5,957 63 79, 489 8,063 10

Caro 98, 273 1, 932 51

Coldwater 25, 000 3,023 8
Fort Custer 99, 687 1, 334 75
Howell 9,367 374 25
Lapeer. 25, 000 3, 431 7
Mount Pleasant 100, 000 1,456 69
Plymouth 78, 137 1, 235 63 20,131 1, 235 16

Ohio, total: Columbus 85, 373 2, 162 39 25, 000 2, 162 12
Wisconsin, total 251, 939 4, 086 62 75, 000 4, 086 18

Central Wisconsin 95, 400 1, 268 75 25, 000 1,268 20
North Wisconsin 56, 539 1, 528 37 25, 000 1,528 16
South Wisconsin 100, 000 1, 290 78 25, 000 1,290 19

REGION VI

Iowa, total: Glenwood 51, 503 1, 260 41 24,010 1,260 19
Kansas total 205, 672 2,217 93 32,224 1, 549 21

Kansas Neuro. I 41, 312 403 103 15,318 403 38
Parsons 99, 400 668 149
Winfield 64, 960 1, 146 57 16,906 1,146 15

Minnesota, total 293, 946 5, 470 54 20,560 2,478 8

Brainard 100, 000 1,406 71
Ca mbridgo 104, 401 1, 586 66
Fairbault 89, 545 2, 478 36 20,960 2,478 8

Missouri, total 163, 544 2, 669 61 24,640 841) 29

Marshall 91, 613 1, 829 50
St. Louis 71, 931 840 86 24,640 840 29

North Dakota, total: Grafton 25, 000 1,396 18
South Dakota, total: Redfield 98, 068 1, 150 85

REGION VII

Arka nsas total: Conway Childrens
Colony 91, 205 768 119 25, 000 768 33

Louisiana total 100, 000 1, 902 53 73, 593 2,30 2 32

Belle Chase 20,651 208 99
Plnecrest 100,000 1,902 53 25,000 1,902 13
Ruston 27,947 192 146
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HOSPITAL IMPROVEMENT PROGRAM (NIP) 'AND HOSPITAL INSERVICE TRAINING PROGRAM (HIST), 1969,
SYNit IY-STATE BREAKDOWN-Continued

HIP HIST

Fiscal year
1969

awards
Number of

residents

Per
resident

award

Fiscal yair
1959

awards
Number of

residents

Per
resident

award

New Mexico total: Los Lunas 18, 030 536 34
Oklahoma total 74, 553 985 76 47, 076 1, 633 29

Enid 74, 553 985 76 25,000 9E5 25
Hissom 22, 026 648 34

Texas total 665,964 11,930 56 137,939 9, 223 15

Abilene 96, 700 2,307 42 25, 000 2, 307 11
Austin 89, 425 2,418 37 31,223 2, 418 9
Oenlon 84,949 1,700 50 22,389 1, 700 13
Lulkin 100,000 697 143 21, 568 697 31
Mexia 97,291 2,727 36
Richmond 97, 599 260 375 24, 059 260 93
Travis 100, 000 1, 841 54 23,700 1, 841 13

REGION VIII

Colorado, total 152,937 1,910 80 49, 655 1,910 26

Grand Junction 94,962 846 112 24,655 846 29
W.T. Ridge 57, 975 1, 064 54 25, 000 1, 064 23

Idaho, total: Station Hospital, Nampa__ 100,000 798 125 25, 000 798 31
Montana, total: Boulder River 69, 809 928 75 25, 000 928 27
Utah, total: STS Am. Fk 90,216 1,063 85 24,450 1, 063 23
Wyoming, total: STS Lander 95, 765 721 133 25, 000 721 35

REGION IX

Arizona. total: Child. Col., Coolidge ___ 97, 132 1,040 93 24,499 1,040 24
California, total 291, 304 8, 696 33 48, 635 6, 259 8

Pacific 98, 593 2, 895 34 25,000 2, 859 9
Porterville 98, 238 2, 437 40
Sonoma 94,473 3, 400 28 23, 635 3, 400 7

Hawaii, total: Waimano 96, 046 835 1 15 24, 570 835 29
Nevada, total: S.H. Reno 10, 234 174 59
Oregon, total 100, 000 2, 477 40 49, 347 3, 005 16

Columbia Pk 24, 347 528 46
Fairview 100, 000 2, 477 40 25, 000 2, 477 10

Washington, total 385,918 4, 228 91 70, 221 2, 508 28

Firerest 100, 000 950 105 25, 000 950 26
Lakeland 90, 076 1, 308 69 20, 227 1, 308 15
Ranier 100, 000 1, 720 58
Yakima Valley 95, 842 250 383 24, 994 250 100

Question 6. During the recent hearings, Pit pointed out that the mentally re-
tarded benefit front a number of different programs in the Department, such as
vocational rehabilitation, education of the handicapped, medicaid, income main-
tenance, and so on.

It is ray understanding that the mentally ill also benefit from all or most of
them programs. Will you please provide ifs with. data for fiscal 1969, and the
budget estimates for 1970 on all expenditures for research, training prevention,
treatment, instruction, income maintenance, etc., for mental disorders other than
modul retardation under programs administered by JISMIIA, OE, SRS, and
SSA! Pimse provide this materldl as far as possible by line items comparable to
those included, in Mc table at the cnd of your submission on mental retardation,
referred to on page 9 of the transcript of your testimony. If possible, please pre-
pare a new table comparing the nom data with the data on mental retardation.

38-101 0-70----10
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DEPARTMENT OF HEALTH, EDUCATION, AND WELFARE

SOCIAL AND REHABILITATION SERVICEOBLIGATIONS FOR MENTAL ILLNESS PROGRAMS BY ACTIVITY
DESIGNATION, FISCAL YEARS 1969-70

1969 actual 1970 estimato

Services 8257, 877,930 $344, 559, 000
Training and personnel 410,738 327,735
Research 881,338 1, 051,000
Construction and support services for rehabilitation facilities 1, 070,000 865,000
Planning
Income maintenance._ 56, 00% 000 65, 000, 000
Other

Total 316,240,006 411,802,735

OFFICE OF EDUCATIONOBLIGATIONS INCURREO IN THE AREA OF "MENTAL HEALTH" (EXCLUDING "MENTAL
RETARDATION") IN FISCAL YEARS 1969-70

1969 actual 197 0 estimate

Education for the handicapped:
State grant programs (ESEA VI-A): Emotionally disturbed children $2, 530, 000 $2, 530, 000
Teacher education (Public Law 85-926): Emotionally disturbed children 3,787,664 3, 787,664
Research and demonstration (Public Law 88-164):

Development of behavior dimensions for emotionally disturbed children,
Vanderbilt University, Nashville Tenn 68,002

Identification and treatment of social emotional problems, University of Oregon,
Eugene, Oreg 107,698 101,123

Education of behaviorally disordered children in the public school setting,
Temple University, PhiladelpMa, Pa 119,138

An investigation into the use of indigenous groupings as the reinforcement
agent in teaching maladjusted boys to read, Yeshiva University, New York,
N.Y 19,192

Crisis intervention: Secondary schools, University of Minnesota, Minneapolis,
Minn 5%262

Evaluation of a program to train teachers to manage social and emotional
problems, American Institute for Research, Pittsburgh, Pa 111,618

Evaluation of a program for reeduca ting disturbed children: A followup com-
parison with untreated children, George Peabody College for Teachers,
Nashville, Tenn 72 676 65,221

The application of functional analysis of behavior by teachers in a natural
school setting, University of Washington, Seattle, Wash 118 592 .....

Subtotal 6, 96%650 6, 412, 200

Research and training: General education research and training (Cooperative Research
Act):

Postdoctoral fellowship program in educational research as related to community
mental health, University of Pittsburgh, Pittsburgh, Pa 21,000

The effect of assessement and personalized programing on subsequent intellectual
development of prekindergarten and kindergarten, University City School District,
Mo 30749 12,133

Subtotal 51,749 12,133

Total 7, 017,399 6, 424, 333

Note: Figures for education professions development are not available.

SOCIAL SECURITY ADMINISTRATIONEXPENDITURES FOR MENTAL HEALTH

1969 1970

Disability benefit payments $22, 670,000 $24,970,000

Health insurance benefit payments:
Part A 77, 000,000 90,000,000
Part 13 4, 000,000 5, 000, 000

Total 81, 000,000 95, 000,000

Total, Social Security Administration 103,670,000 119,970,000
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HEALTH SERVICES AND MENTAL HEALTH ADMINISTRATION EXPENDITURES FOR MENTAL HEALTH

tin thousands]

1969

Comore-
henslve
health

Indian
health

Mental
health

SL
Elizabeths

Hospital Total

Formula grants to States_ $9,917 $9,917
Research $99, 824 $526 100,350
Training and education_ 85,397 536 85,933
Construction of community mental health centers 28, 290 28,290
Organization and delivery of health services 50,168 50,168
Clinical and community services $1,290 13, 020 10, 501 24,811
Prevention and control 8,782 8,782

Total, expenditures for mental health by the
Health Services and Mental Health Mmin-
istratIon 9,917 1,290 285,481 11, 563 308,251

1970

Formula grants to States .. $13,500 $13,500
Research $111,732 $351 112,083
Training and edam:Ion 101, 783 664 102,447
Construction of cc ahnunity mental health centers 36,100 36,100
Organization and delivery of health services 56,070 56,070
Clinical and community services $1,423 14, 500 11, 589 27,512
Prevention and control 9, 607 9,607

Total, expenditures for mental health by the
Health Services and Mental Health Admin-
istration 13,500 1, 423 329, 792 12, 604 357,319

Question 7. What criteria arc used by the Administration to assess the rela-
tive needs of the mentally retarded as compared with the ntentaay

No single set of criteria are or should be employed to assess the relative needs
of the mentally retarded and the mentally ill. There are, in short, no trade-offs
made directly between programs in these two areas. Rather, needs are assessed
in the much broader context of the overall health, rehabilitation, and social
services programs of the Depa r tment.

Question 8. Will you please provide the latest available data on a state-by-state
basis on resident pepulations in state and private mental hospitals, and state
and private residential facilities for the mentally retarded?
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STATE-BY-STATE BASIS ON RESIDENT POPULATIONS IN STATE AND PRIVATE MENTAL HOSPITALS, AND
STATE AND PRIVATE RESIDENTIAL FACILITI ES FOR THE MENTALLY RETARDED

Resident patients

Institutions for the menially
Mental hospitals retarded

State and
county 1968

Total, United States 400,681

1. Alabama
2. Alaska
3. Arizona
4. Arkansas
5. California
6. Colorado
7. Connecticut
8. Delaware
9. District of Columbia

10. Florida
11. Georgia
12. Hawaii
13. Idaho
14. Illinois
15. Indiana
16. Iowa
17. Kansas
18. Kentucky
19. Louisiana

7,699
164

1,128
1,667

181:694381

61,319°6°

5,477
9,603

10,809
595
833

Private 1967 Public 1968 Private 1 1968

13, 764 192,520 2 6,243

218
857

41 111, IV
211

13,355
2,424 70

215
2

4, 581547

1,308
(3)

607 2 12

5,156 2 222
202 1,700

AI

801
700

42
381', 681383745

2 1,1

(1

3

262
12

96

23, 97173°85

1,967

3 1 1311

20. Maine
21. Maryland

2,796
7,941

15

.2t22. Massachusetts 15,095
779

15,294
1,410 7,951

23. Michigan 12,942
24. Minnesota
25. Mississippi

45: 212434

4g

891
5,215

2 152
2 108

26. Missouri 7 251 2 2 g
1,353

27. Montana ..
1:4 378682'28(4) 9644

28. Nebraska
29. Nevada_

2, 059
451

37

31. New Jersey
30. New Hamp.hire

162,716582 21111i

2,205

1, 053
2 45

35. North Dakota
36. Ohio 210:826°86 366

161
(3)

2647;676663852°78

1,348
2 58

32. New Mexico 646
33. New York 79, 008

71
?II

34. North Carolina 8, 259
1,316 2 3

37. Oklahoma 91,959969

21V

32,283129

46 2 24
38. Oregon 36

2 1,3896339. Pennsylvania 30, 793

41. South Carolina
42. South Dakota
43. Tennessee

40. Rhode Island
: M518976

6,983
1, 342

2, 012830

(3)
23

37

11,859571

3,305

2,957

1,236
/31

46. Vermont
47. Virginia

45. Utah
478

1, 079 338
(2)

102:1204

2 23
66

44. Texas

48. Washington2, 930
259

57 34504873

1,616427

2 1 i
,

50. Wisconsin
1405898

297 3,658 2 7

4 22 443
Q
;49. West Virginia

51. Wyoming 509 (3) 649 (3)

1 Reporting from 74 of 188 institutions.
Partial reporting.

3 No facilities of this type in operation for year reported.
4 Not reported.

Senator KENNEDY. Our next witnesses will be a panel to discuss the
bill with specific reference to title II, which deals with university-
affiliated facilities for the mentally retarded.

I am pleased to welcome you, Dr. Gibson, and your distinguished
associates.

Dr. Gibson is well known to the committee as a pioneer in the field
of interdisciplinary training for service to the retarded,

Dr. Moser is well known o me for his connection with the Walter E.
Fernald State School in Waverly, Mass., which is unique in its posi-
tion as the only university-affiliated facility operated in conjunction
with a State school for the retarded.
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Dr. Cohen's institution in Michigan is pioneering in new approaches
to social and psychological training of the retarded.

Dr. Cochran's program in Texas is one of the newest facilities in the
Nation and represents the variety of facilities whose growth has been
encouraged by the existing programs.

I welcome each of you gentlemen, and we look forward to your
testimony.

STATEMENTS OF WILLIAM M. GIBSON, M.D., DIRECTOR, u.N.I.V.blt-
SITY-AFFILIATED MENTAL RETARDATION TRAINING PROGRAM,
OHIO STATE UNIVERSITY, COLUMBUS, OHIO, AND PRESIDENT,
ASSOCIATION OF DIRECTORS AND ADMINISTRATORS OF URI-
VERSITY-UFILIATED CENTERS; HUGO MOSER, M.D., DIRECTOR
OF RESEARCH AND TRAINING, WALTER E. FERNALD STATE
SCHOOL, WAVERLY, MASS.; nnaus COHEN, PH. D., ASSOCIATE
DIRECTOR, INSTITUTE FOR THE STUDY OF MENTAL RETARDA-
TION, UNIVERSITY OF MICHIGAN, ANN ARBOR, MICH.; AND
WINSTON COCHRAN, M.D., DIRECTOR, CHILD DEVELOPMENT
CLINIC, TEXAS CHILDREN'S HOSPITAL, HOUSTON, TEX.

Dr. GIBSON. Thank you, Senator Kennedy and Senator Dominick.
I am the director of the university-affiliated mental retardation train-
ing program at Ohio State University and also to be the president
of the Association of Directors and Administrators of the University-
Affili ated Centers.

Accompanying me this morning are Dr. Hugo Moser, who presents
the point of view of a university-affiliated facility located in an area
where it has an integral association with a long-established institution ;
Dr. Julius Cohen, who represents a program which has reached
maturity recently and shows the kinds of mthrrelationship that can
be made between university departments and States and communities;
Dr. Winston Cochran, from tbe Texas Children's Hospital in the
Houston area which represents the problem faeed by a number of large
geographic areas that are currently not represented in the university-
affiliated centers program.

First, I would like to express our appreciation for the opportunity
to appear before your distinguished subcommittee in order that we
may express our full support of S. 2846, the Developmental Disabili-
ties Services and Facilities Construction Act of 1969.

Our association is composed of the directors and administrators of
the 19 approved and funded universities, and the 10 universities whose
programs have been submitted and are awaiting recommendations at
this present time.

In addition, there are approximately 30 other major universities in
this country that are in various stages a planning up to the submis-
sion of completed proposals that represent the interface between the
community and zonal needs for the management and concern of people
who have retarded children and children with related disabilities and
the need to staff the programs with appropriately trained professional
and other types of interested trained people.

/4;1.9
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First, the university-affiliated centers have an integral part in their
development of community and State plans.

This type of relationship is important to the universities. It is mani-
fested as an outgrowth in certain areas of State activities in planning
for the needs of the retarded and handicapped and perhaps helps iden-
tify why some of the people who are here this morning are people who
have already come to the acquaintance of those of us who are con-
cerned with the university aspect of this overall problem.

This is not a program that is outside the main theme of tbe need for
services for the developmentally disabled.

Senator DOMINICK. Dr. Gibson, you say 19 funded universities.
Funded by whom ?

Dr. GmsoN. Construction of these university-affiliated facilities is
funded by the Division of Mental Retardation, a part of the Social and
Rehabilitation Services Admiishation. Ci ncinnati, as you may well be
aware, has been approved but has not had any release of construction
funds for their particular facility.

Senator DomINIcic. The funded universities you are talking about
are matching university funds, local funds and Federal fmids ?

Dr. GInsoN. That is right.
Senator Dora Nac K. Thank you.
Dr. GIBSON. The university-affiliated center is probably the primary

activity in universities in this Nation in the attempt to have disciplines
from various departments in colleges or in schools such as social work
relate to one another in a method of planning that will allow the uni-
versity to use and move out into the community as part of the teach-
ing experience for the students who come to a university.

Those of you who beard Prince Philip this morning on the "Today
Show" heard him indicate that universities have some 'Victorian tend-
encies. We are willing to concede this and we think that the oppor-
tunity represented by this program for universities to cross tbeir walls
and to become more visible may be an important turning point.

Again, the prevention aspect that has been mentioned by the ad-
ministration is a primary concern to the universities as well as the
training of people to meet the needs of the families of the retarded.
Evaluation of a program which is relatively new in time is another
critical aspect that we would like the committee to consider.

From the university point of view we are concerned that we con-
tinue to have the opportunity to relate to geographic areas, and to
the needs of people, awl that in the training of students we accentuate
the opportunity for these individuals to go out into the community
and be able to occupy roles in community or regional facilities with-
out long periods of orientation and costly further training.

A program of this nature does not occur overnight, however. The
buildup of programs within a university and witbin a community
takes a number of years. At capacity the presently funded programs
will be able to offer the community roughly 200 individuals in various
professional areas who will be highly trained in a broad area of con-
cern with the mentally retarded.

Roughly three times that number, or 600 from each facility,
will be exposed at least for one quarter of the year or one semester to
specific course work or academic interest in the problems of the re-
tarded and developmentally handicapped.

ori
,
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Again throuRh these facilities and their location within universities
and communities, roughly 1,000 to 3,000 students from areas such as
primary education, home economics social sciences, and similar dis-
ciplines will have contact with whal our society sees as some of the
primary concerns in this area.

The universities have a strong commitment to this. When a univer-
sity makes or develops an agreement to imdertake such a program
they commit themselves to a 20-year period of utilizing this facility
as well as utilizing the resources of their faculty and the resources
that they can mobilize in support of these particular programs.

So this adds something to a university's development of interdis-
ciplinary programs.

What do we mean by interdisciplinary? This is a point of confusion
in our language. I was interested in the previous witnesses who ex-
pressed concern about "developmental disabilities" as a defined
phrase.

The majority of people working with the retarded and handicapped
use the term .development" as an interruption in the sequence of
orderly growth and capacity, not development in the uterus, for ex-
ample, that might limit the growth and development of one arm or
leg.

So that when we talk to the different disciplines we find that the
majority of the people concerned are developmentally oriented and
use measures of development as a means of identifying the retarded
and disabled.

How do we then bring these disciplines into communication with
one another and into an opportunity to train students who can inter-
act with one another?

This we think is the pimary role of these particular programs. The
social worker, the sociologist, the medical student, the lawyer, the
various people who will be given an opportunity through these pro-
grams to extend their learning, will leave with the intricate knowledge
of how to relate and communicate with people of other disciplines,
rather than fostering a cloistered approach to their own disciplinary
rights.

The need to identify with other disciplines might be brought to
light in the sequence of events commonly seen throughout the Nation
where a family is seen by a psychologist who writes a report, seen
by a social worker who writes a report, seen by a physician, maybe
a pediatrician or phychiatrist who writes a reliort, and we find 60 to
70 percent overlap in the report and we find- discussion concerning
the family taking place at a time when their physical presence lms
long since been lost.

The university-affiliated centers feel the need to develop a more
active and more integral approach to the needs of the people so that
the disciplines confer with one another on an equal status, equal con-
tact basis, and that arising out of a rapid management orientation to
the problems of a family within this community or within this area.

These programs will need to provide exemplary services if we are
going to offer the spectrum of training that we feel is critical.

We agree with the administration people on the relationship of the
problem to the lower socioeconomic spectrum of our society and also
to certain social, cultural elements withhi our society.
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We feel that the opportunity for a university to take students into
the areas of greatest concern and to work with the development of
community:based facilities will be one of the strong points that uni-
versity-affiliated centers can provide. These services like other medi-
cal and educational .and social services are costly in operation because
the numbers of families seen in relation to the training of individuals
is costly.

We cannot use criteria that are service-based and with the number
of people run through per hour as a means of justifying this type of
program.

However, the spectrum of training that this legislation has opened
to universities is something that is certainly a strong supportive
element.

For the first time we have areas such as sociology, we have law
students, we have people such as nutritionists in the social sciences,
people in physical and occupational therapy working toward a solu-
tion of a family's problem.

If the family sees their prime problem as a speech problem, then
they have the opportunity to relate to such a student and to such a
faculty person rather than I am afraid the approach we frequently
take that if you have 28 hours of assessment then we can tell you to
whom you can relate.

The construction requirement in the eyes of the people we repre-
sentthe universities throughout the Nationis a very important
part of the visibility that will be required and the centralization for
ongoing education and State support that we will need if these pro-
grams are going to be successful.

We agree with Senator Dominick that the pattern of State involve-
ment and State support as well as community moneys will be the
operating solution of these programs as well as the community-based
facilities.

To achieve this, however, there must be a central focus .around
which this operates. The rather modest amount of $20 million per
year would provide the opportunity for four to five new programs
in universities to be developed each year.

As you know from the number of proposals now awaiting consid-
eration there is certainly a backlog.

This legislation does introduce something which is different than
the previous legislation in its provision for basic operational support.
This is crucial if universities are going to be successful in inaugurat-
ing this type of program.

There are administrative costs related to the development of a pro-
gram of this stature, the need to bring in support of staff other than
the trainers, the faculty and the trainees, the student as -well as per-
sons who are not covered in the present training grant areas through
which the programs receive their operative support.

Finally, the outgrowth of the support that we see of university-
affiliated centers through this legislation is perhaps the partial solu-
tion of the manpower shortage and the need to mobilize appropriate
manpower that may relate to the origMal President's Committee on
Mental Retardation which demonstrated that the parents of this Na-
tion are anxious to have the needs of the retarded and developmentally
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disabled met within their communities and in relation to the re-
mainder of the family.

Thank you.
(The prepared statement of Dr. Gibson follows:)

PREPARED STATEMENT OF WILUAM M. GIBSON, M.D., DIREOTOR OF UNIVERSITY-
AFFILIATED MENTAL RF2A1WATION TRAINING PROGRAM, OHIO STATE UNIVERSITY

Mr. Chairman, Members of the Subcommittee, I am William M. Gibson, M.D.,
Director of the University-Affiliated Mental Retardation Trcining Program at
Ohio State University. I am also the president of the Assoelation of Directors
and Administrators of University-Affiliated Centers. Accompanying me this
morning are:

lingo Moser, M.D., Director of Research and Trainiag at Walter E.
Fernald State School in Waverly, Mass.

Julius Cohen Ph. D., Associate Director of Institute for the Study of
Mental Retardation, University of Michigan in Ann Arbor.

Winston. Cochran, M.D., Director of Child Development Clinic, Texas
Children's Hospital, Houston.

On behalf of the Association of Directors and Administrators of University-
Affiliated Centers, may I express our appreciation for the opportunity to anpear
before your distinguished sub-committee in order that we may express our full
support of S. 2840, the Developmental Disabilities Services aml Facilities Con-
struction Act of 1069.

Our Association is composed of the Directors and Administrators of the nine-
teen amoved and funded universities, ten universities in the final stages of
planning and program development and approximately thirty other universities
in the early stages of planning. A full list of our membership is appended.

The plight of the developmentally disabled has been amply documented by
the President's Committee on Mental Retardation. The only questions remain-
ing are the degree of involvement by Federal, state and local interests, and the
required implementation for producing the needed trained personnel to deal
with the problems of those who are afflicted.

As a reflection of public concern, enactment of the Mental Retardation Facil-
ities Construction Act presumed the need for hundreds of community mental
retardation centers in order to bring treatment near the patient, and for thou-
sands of trained professional personnel to provide the treatment in the com-
mutiny centers. Breakdowns in the Construction sequence have occurred which,
if permitted to continue, will further jeopardize the impetus created by Public
Law 88-164. The "seeding effeer has been too small and too sporadic in a field
with a rich potential harvest of employable humans.

Interdisciplinary training programs designed to produce large numbers of
newly trained professional personnel require an extensive period of time and a
large outlay of initial funding. An impressive nmnber of universities are com-
mitted in writing to undertake these training endeavors. Imaginative, wide-
ranging programs of this type dictate significant sums being spent for con-
struction and staffing over the twenty years to which Congress has committed
them for training. The cost of staffing is such that, although state aud local
support is vigorously sought, it is clear that the Federal Government must be
prepared to carry the major simre of the initial funding load if the mandate of
these centers is to be achieved. We feel that S. 2846 constitutes such an effort in
the amendments to Title II.

At present, 242 community facilities have been approved under Part C, Title I
of Public Law 88-164. This is a laudable achievement for the architects of the
eommunity care concept and we again recommend the passage of S. 2846 because
community centers are given increased funding authorization in the section
amending Title I.

We submit that the passage of the Mental Retardation Facilities Construction
Act constituted a national plan for mental retardation. Stated briefly, the objec-
tives of that plan were fundamentally three in number.

1. Improving the services provided to the mentally retarded and
handicapped.

t.7, ,
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2. Improving the tempo and quality of professional personnel required to
serve the mentally retarded and handicapper'.

3. Broadening of research focused upon . a prevention of mental retarda-
tion and handicapping.

There is no conflict in the three fundamental ubjectives. One leads logically to
the next, and is dependent upon the one before. Advancing the cause of service
to the developmentally disabled requires a network of community or zonal cen.
ters. Providing manpower for the community or zonal centers requires a network
of university training centers. University training has, as a natural concommitant,
research projects into the ameliorative and preventive aspects of the develop-
mentally disabled.

SUMMARY

Delays in funding have already shaken the determination of many of the
several dozen other universities which had previously made overtures to initiate
University-Affiliated Centers. Further interruptions will materially jeopardize
the intent of the original legislation.

The need for passage of S. 2840 is urgent. It is an excellent bill designed to
bolster a sequence of endeavors which have proven the validity and wisdom of
the legislation to be amended.

The Directors and Administrators of University-Affiliated Centers whole-
heartedly endorse S. 2840 and thank the subcommittee far this opportunity to
voice our support.



149

Program Directors
(or Contacts)

University-Affiliated Centers

Universit, Name

Alabama Andrew E. Lorincz, M.D. Birmingham Alabama
Alabama Alfred A. Baumeister . Tuscaloosa Alabama
Albert Einstein Larry Taft, M.D. New York New York
Arizona David Wayne Smith, Ed.D. Tucson Arizona
Arkansas Roger B. Bost, M.D. Little. Rock Arkansas
Baylor Winston, C. Cochran, M.D. Houston Texas
Boston Allen C. Crocker, M.D. Boston Massachusetts
Boston Hugo W. Moser, M.D. Waver ley Massachuse
Brandeis Nathan E. Sklar Warwick Rhode Island
Brown Allen R. Menefee Providence Rhode Island
California Thomas L. Nelson, M.D. Irvine California
California Irving Phillips, M. D. San Francisco California
California George Tarjan, M.D. Los Angeles California
Cincinnati Sack H. Rubinstein, M.D. Cincinnati Ohio
Colorado Harold P. Martin, M.D. Denver . Colorado
Connecticut Sohn Crawley, Ph.D. Storrs Connecticut
Duke M. R. Project Director Durham North Caron. ,
Georgetown Robert 3. Clayton, M. D. Washington D.C.
Georgia Andrew L. Shotick Athens Georgia
Georgia J'arnes D. Clements, M.D. Atlanta Georgia
Idaho Donald F. Kline, Ph.D. Pocatello Idaho
Indiana Milton Wisland, Ph.D. Bloomington Indiana
Indiana Morris Green, M.D. Indianapolis Indiana
Inst. of Logopedics Charles W. Wurth Wichita Kansas
Iowa R. R. Rernbolt, M.D. Iowa City Iowa
johns Hopkins Frederick Richardson, M.D. Baltimore Maryland
Kansas Richard L. Schlefelbusch, Ph.D. Lawrence Kansas
Kentucky Vernon L. Sarnes, M.D. Lexington Kentucky
Louisiana State Merle F. Warren, Ed. D. Baton Rouge Louisiana
Louisiana State George R. Meneely, M. D. New Orleans Louisiana
Louisville Bernard We iskopf, M.D. Louisville Kentucky
Marquette S. C. Peterson, M.D. Milwaukee Wisconsin
Miami Samuel T. Giammona, M.D. Miami Florida
Michigan Jblius S. Cohen, Ed.D. Ann Arbor Michigan
Minnesota Sohn A. Anderson, M.D. Minneapolis Minnesota
Mississippi Serry H. Robbins University Mississippi
Missouri Rodman P. Kabrick, Ph.D. Columbia Missouri
Nebraska Paul Pearson, M.D. Omaha Nebraska
Newark State College Edward LaCrosse, Ed.D. Union New jersey
New York Margaret Glannini, M.D. New York New York
North Carolina Harrie R. Chamberlin, M.D. Chapel Hill North Caroli

C:" 77:
. ..f.;
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Ograin Directors
f

University Name
State

Ohio State William M. Gibson, M.D.
Columbus OhioOklahoma Logan Wright, Ph. D.
Oklahoma City OklahomaOregon Robert H. Mattson, Ed.D.
Eugene OregonOregon Leroy 0. Carlson, M.D. Portland OregonPennsylvania State Wllliam R. Carriker, Ed.D. University Park Pennsy1var4-Purdue Earl I. Heath, Ed. D.
Lafayette IndianaRutgers Larry B. Silver, M.D.
New Brunswick New jerseySouthern California Richard Koch, M.D.
Los Angeles CaliforniaSouthern Florida Calvin M. Pinkard, Jr. , Ph.D. Tampa FloridaSt. Louis Allan Barclay, Ph.D. St. Louis MissouriTennessee Robert G. Jordan, M. D. Memphis TennesseeTexas Charles W. Daschmer, Ir. M.D. Galveston TexasTexas Women's Ted W. Booker, Ph.D.

Denton TexasTufts Marshall B. Kreidberg, M.D. Boston Massachuse'Mane Robert C. Heath, M. D. New Orleans LouisianaUtah State Oral L. Ballum, Ph . D. Logan UtahVanderbilt Donald I. Stedman, Ph.D.
Nashville TennesseeVirginia Tack R. Gallagher
Charlottesville VirginiaWashington Robert Deisher, M. D. Seattle WashingtonWestern Reserve lane Kessler, Ph.D.
Cleveland OhioWisconsin Rick Heber, Ph.D.
Madison WisconsinYale Albert I. Sokit, M.D.
New Haven Connecticut
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Senator ICENNEDY. Dr. Gibson, would you tell us why you consider
the university-affiliated concept to be the most. valuable approach to
the problem of the retarded and other developmental disabilities ?

Dr. GIBSON. I would like Dr. Hugo Moser to comment on that.
Dr. MOM. Our University-Affiliated Center is the Eunice Ken-

nedy Shriver Center. It is located at the Walter Fernald State School,
which is the oldest institution for the retarded in the Western Hemi-
sphere and is the largest in Massachusetts.

To answer your question very succinctly, the problem has always
been that most of the retarded are in the institution or in the com-
munity where the universities are located. To bring the two together
is what has been to us the prime virtue of the university-affiliated

In our center the matching funds were provided by the State of
Massaclmsetts and not the university. Our center has associated with
it primarily the Massachusetts General Hospital which was the of-
ficial affiliator, but in addition six universities in the Boston area have
very close relationships to the center so that it truly represents a multi-
university center.

We have 100 professionals representing 15 disciplines at the center
only a few of whom would have been there had it not been for the
center and most of them would not have been in the field of retardation.

The advantage of the center is that not only the professionals rep-
resented, but in the fact that it has made it possible, through State-
supported positions, the training of people of highest professional
competence.

We have now waiting lists for State positions in the professional
field that had been vacant for 10 years.

In addition, we have found that there are 1,000 college students
who have had contact with the center during this last year. We have
found that some who came with greatest reluctance and fear and
strangeness to the field of retardation have become the strongest sup-
porters and have shown the strongest interest in the field.

I might say what are the requirements to make such a center work?
I would say there are three. The university has to show an interest.
That is, the department head or dean must be willing to offer univer-
sity appointments to qualified people and they must give indication
that they consider this an important enterprise.

We have found that all of the deans in the universities which we
are associated with have done this to an admirable extent.

Two, the program must be multidisciplinary. That is, if one tries
to develop a single discipline such as medicine.or psychology and the
other disciplines are not strongly represented it is not going to work
because if one tries to provide services of good quality in one dis-
cipline, if another discipline is lacking the people in the first discipline
won't stay.

People who want to help patients won't stay unless they feel that
comprehensive services are being provided.

The third is that there must be support of the type which has been
outlined in this legislation. Once such support for professionals is
provided we can then utilize other sources to great advantage in our
instant State support.

Senator KENNEDY. Very good. That is a very good answer.
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Let me ask you, in light of the new student interest and the greater
attention of the nniversities, how you evaluate the effort being made
by this kind of arrangement at the Fernald School? How do you
relate it to the overall problems of retardation ?

Dr. MOSER. I think perhaps Miss Fraser's reference to the diminish-
ing waiting list is already one evidence. We are part of the compre-
hensive mental health plan or mental retardation plan in the State.

The University-Affiliated Center has been helped by this plan and
in turn has helped to plan the function.

Perhaps the best answer I can give to the question is a completely
unanticipated result of these programs. We had anticipated that, pro-
fessionals would come to the institution but we have found that college
students not only have been there as students but we have been able to
attract a great many of them to work in tbe institutions as attendants.

I think we have been able to overcome this great shortage of people
to look after the retarded by attracting to the State school, in rather
low-paying positions, college students who want to work there because
it means something to them.

The reason that, they came is that we have a highly structured pro-
gram with excellent supervisors where the students can see that their
actions make a difference to the patient. So that we have career peopk
who aro not career employees but who will spend 2 or 3 years at an
institution.

I think this perhaps is the greatest evidence to me that the program
has reached the community.

Senator KENNEDY. Would you please elaborate on the training as-
pects of the present leff6islation with respect to the affiliated facilities?

Dr. MOSER. I thinkthe greatest point that is encouraging to me
is that we are attracting people of high caliber who would otherwise
never have come to the field. In a number of instances it has been so
clear and we are attracting people in areas that are usually not talked
about but who are extremely important such as occupational therapy,
physical therapy, recreational therapy. Those are disciplines that bad
a very limited role in the past but now as part of this multidisciplinary
center approach, take care of patients not in a specific limited way
but become part of an overall network for services for the retarded.

Dr. GIBSON. May I add to this Senator Kennedy, I think that Uni-
versities have been seen as the bastions in areas for training in a
graduate specialty.

I think both the House and the Senate has been rightly concerned
that universities perhaps did not accentuate or bring to light the
needs within society of people who can benefit from an altered train-
ing role, persons where the university puts accent on the types of
capability needed to accomplish the job role rather than the other
more esoteric elements of an overall education. And with these pro-
grams we have in a number of areas made breakthroughs into the
university participation in the training of people who will work with
a family which has a retarded or handicapped child, at an early age
in their home, to people who will become cottage parents in commu-
nities and in institutions, to people who will develop skills along the
physical education area in what we call developmental or remedial
physical education, who take as their prime target area of training
the needs of the developmentally disabled.

1. 9
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I don't think we would have seen this occur without this particular
leg,islation.

Senator KENNEDY. Let me ask you this question : You have spoken
of the benefits the program brings to the institution, in terms of the
new manpower which becomes available to the institution. You men-
tion that sta If positions are now filled which had been unfilled before.
You talk about the advantages to the universities in terms.of the new
interest they are getting from students and the cross-fertilization of
ideas under the interdisciplinary approach.

But how are we benefiting the child? Are we getting any direct
benefits to him, or are the benefits indirect ?

Dr. MOSER. I think the benefits are quite direct. I think we all know
that the level of care in the institutions is very inferior still and it
would be foolish to say that we had solved the problems at our
institutions.

But we have in it number of areas made very great gains. We have
four or five programs that can be used as models anywhere.

I think we are in the process of eradicating the bad wards and the
most important element I think is the development of commumty
services.

I think we have always emphasized the need for community alterna-
tives for institutional care but these community alternatives require
skilled professionals interested in this field, experienced in this field,
to make them go.

Once we have that, a bright professional, we can then affect by
teaching nonprofessionals a hundred retarded individuals 'and we
have seen this on a number of occasions.

I think the center has a very great value in this respect.
In regard to our particular center, I would like to emphasize that

we aro part of a regional plan. We serve a part.icrtlar region of Massa-
chusetts and we take anybody who comes, rather than those who appear
interesting. The area, that we serve includes low-income areas in
Cambridge and Somerville and part of Boston so that I think that
our center is getting to the high concentration areas of need that the
administration was referring to before.

Senator KENNEDY. In discussing services to the community, would
you please elaborate on the geographical distribution of the uni-
versity-affilit ated facilities ?

Dr. GIBSON. I think perhaps Dr. Cochran will mention that we did
enclose, for your consideration, two maps with my prepared state-
ment of the country which show the geographic distribution.

Dr. COCHRAN. Senator Kennedy, I think Dr. (7ribson and Dr. Moser
have M part answered this question, but I think I can give you a
specific example of what happens in a segment of the Nation that
does not have such a facility available.

The people requiring service are there and the services have to be
brought.to them. As far as the provision of these services one cannot
send trainees some distance to get the appropriate training.

In the City of Houston, which has now approximately 1.6 million
persons, they have only one facility in which a mentally retarded child
can be ev.aluated at the present time. This is our child development
chmc which is part of Texas Children's Hospital.

88-191 0-70---11
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It is operated on a service grant. We have submitted an application
to be a university-affiliathd facility.

At the same time that we provide service
Senator DOMINICK. Let me interrupt you right there. You said the

city of Houston only has one retardation facility ?
Dr. COCHRAN. At the present time, Senator Dominick, all mentally

retarded children who are receiving comprehensive evaluation are
being referred to one facility.

Senator DOMINICK. You have no outlying community clinics and
health centers?

Dr. COCHRAN. These are being developed but they can only be
developed in a fashion being proposed by the Texas comprehensive
mental h ealth, ment al retardation plan.

Senator DOMINICK. Why? In Denver we have five already.
Dr. COCHRAN. It is a matter of inadequately trained personnel and

insufficient personnel.
Senator Dommucs. I don't think Texans are any dumber, than they

are in Colorado.
Dr. COCHRAN. No, they are showing the interest, -we have had

excellent cooperation by the universities in the Houston area and
outside of Houston.

In the preparation of our grant application they have predicated
their .interest on the fact that there would be a new dimension to their
training program which this would provide.

In other words, as has been pointed out, the interdisciplinary ap-
proach to the developmentally disabled or mentally retarded Mdi-
vidually can really only be properly accomplished in the interdisci-
plinary setting.

The other routes have been tried and they have not really been
successful. The universities have found in this type of legislation,
a vehicle by which they can learn to work on an interdisciplinary basis
and an interinstitutional basis to develop programs in communities
for the mentally retarded.

Another instance in which this approach, this interest, in Texas
has been ncently manifest is in the establishment of the teacher train-
ing program for Headstart which is operated out of Texas Southern
University, on the basis of the fact that the community had been
encouraged to go ahead and develop this type of facility, and using as
a foundation the interdisciplinary clinic setting that we have pro-
ceeded to develop these programs.

This is why m our immediate area of 1.6 or 7 million, plus the
entire State of Texas, which is 11 million, the lack of the university-
affiliated center not only hampers the development of the community-
based developmental centers which are part of the comprehensive plan
but the development of model programs within a given city.

So these have to be distributed geographically; so to speak.
Senator KENNEDY. What percent of the retarded in Houston are

being evaluated?
Dr. COCHRAN. We see approximately 400 new patients a year, plus

we carry another 300 or 400 over from year to year 1;ecause there is no
facility in which they can receive on-going care.

The Association for Retarded Children, with whom we work very
closely, and the cerebral palsy group that we are trying to develop,
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and other community ao-encies have expressed
t'(Treat

interest in this
but they do not have the trained personnel to do the job which they
feel should be done. They look toward this as a means by which all of
the disciplines can do a better job and all the agencies can operate
more effectively.

But as far as the number that are not receiving evaluation, the
isuperintendent of schools recently stated that he could probably den-

tify 10,000 children with developmental disabilities who were actually
failing, they had actually gotten into public school but were failing,
and who need the types of services that can be provided only when
we have sophisticated training facilities.

Senator KENNEDY. Is the 10,000 figure for the Houston area ?
Dr. COCHRAN. The Houston area. As far as the rest of Texas is con-

cerned: there are other areas that have shown interest in developing
facilities and there is no doubt but what more than one will be re-
quired in Texas. Because you cannot get trainees very frequently unless
you can provide training centers close to where these people eventually
are going to want to live.

Only m this manner can you get interest generated in work with the
retarded, if you can provide training where the people are hopefully
going to work.

Senator KENNEDY. Let me ask,Dr. Gibson, in terms of the. national
need and the interest shown by the universities, what resources Are
really necessary to meet this problem ?

In terms of your own experience, your conversations with univer-
sity personnel, their reaction to the programs that have been devel-
oped, our ability to develop worthwhile interdisciplinary prooTams in
the facilities that are availablecan you give us an educateeguess as
to what level of resources is needed?

Dr. GIBSON. This is difficult to extrapolate. The universities have
become sensitive to the fiscal stress that was expressed by the admin-
istration witnesses.

Many of them embarked on programs which they saw represent-
ing a tremendous addition to the scope of training that a university
could offer. For the first time, hi addition to presenting a course within
a discipline relating to the problem, perhaps vaguely relating to the
problem of mental retardation, they could offer students at different
levels of competence an opportunity to pursue learning in this area
and to pursue it in relation to students of other disciplines.

The operating cost, however, of such a program, will run anywhere
from half a million dollars at its inception to $2.5 million to $3 million
at the time that the facility is completed and fully staffed.

While the universities are increasingly showing evidence of their
participation and their upgrading of these facilities in the priority
list which they present to their State support areas if they are State
supported or in priorities for private universities in the continuation
of these programs: they still feel perhaps they cannot accommodate or
cannot achieve tins goal without continuation, as represented in this
legislation, both of the opportunity for the universities who would
like to have these programs to construct facilities, and the basic sup-
port as indicated in this particular bill which has become such a critical
issue.

The universities do not feel that they can initiate or develop these
programs without this.
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Dr. Consx. In terms of the development of the program at the
University of Michigan 37ou get an indication of the extent of the
university commitment that precedes the development of a plan and
eventual construction of a facility.

When Public Law 88-164 was passed, the University of Michigan
iwas approached to see whether or not they would be nterested in

developing a university-affiliated center. A senior faculty committee
was appointed by the vice president which took quite a bit of time and
then decided to move ahead with the development of the university-
affiliated center program.

There was some planning grant support both from the Joseph P.
Kennedy Foundation and Children's Bureau to -assist in the early
planning.

In 1966, the regents created the institute for the study of mental
retardation, which is our university-affiliated center.

At that time there was a major search for a director and a director
was appointed in 1967.

In 1967, we started what I would consider the second phase of our
planning. This phase incorporated over 200 universityfaculty of the
University of Michigan, faculty froth other State universities, per-
sonnel from community colleges, to help develop a plan for an inter-
disciplinary training program in mental retardation.

We had, in addition to the university personnel, a wide representa-
tion from community agencies, from the residential institution, from
the State mental health department, vocational rehabilitation, the
State education department, local education department.

We worked very closely with the problem areas that were cited
earlier both in terms of the large city problem, the smaller city prob-
lem, and with the tremendous problem of the retarded in the rural
area working with the staff in the upper peninsula.

So, with the university providing a tremendous amount of faculty
time, a plan was evolved for the development of an interdisciplinary
training program at the University of Michigan.

We have staff commitment from the present university right down.
The university at the present time is committing approximately a
quarter of a million dollars in university general funds toward the
program that we 1,ave evolved.

In addition we have funds authorized by section 511 of the Social
Security Act, approximately $200,000 at this time. Most importantly,
however, we feel that even without a physical facility we have devel-
oped a focus for much of the university and State concern with mental
retardation. Our involvement is not merely within the university but
has very strong community relationships.

iOur thought s that we have to work cooperatively with communi-
ties and, in terms of Senator's Dominick's concern, .at a level that a
community can support a program.

If you go in as a university with $1 million in grants and try to
generate something, you can generate a lot of hostility because the
community feels they could do it better and if they got the $1 million
they might be able to do more of what they want.

We work on the basis of what the community agencies are willing
to support. If there are appropriate funding agencies that have
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matching funds we would apply for that, but -working in strength-
ening existing community agencies throughout the State mental
health program, through the community programs, through resi-
dential programs.

So that while I mention the quarter of a million dollars that the
university is putting in this year I don't believe that anybody has
really added up the total university dollar commitment or stall com-
mitment to the program.

Senator KENNEDY. One of the provisions of this billtitle IIis
designed to provide continuing funding for these university centers.

Do you think that such funding is necessary, or do you find that,
once the Federal funds become available to establish a facility, it is
unnecessary to continue funding?

Dr. COHEN. I think continued funding is required. I believe there
are certain areas in which funding is not covered by any of the areas.

We run into the problem of basic operatino- costs, the costs not
directly related to the training of .students or O'the salary of faculty,
either the trainees or the trainers.

In this area additional help is required. I think your bill would
meet the need of the university training programs. In terms of the
total operation of most of the programs the figures represent a small
part of the total operation, the costs that are not covered by any other
program.

Senator KENNEDY. Senator Dominick?
Senator Dommicic. I just have a couple of questions.
Dr. Gibson, given the probability of funding of programs as was

mentioned by Mr. Black, do you still think that you would support
the concept of funding for the developmentally disabled in addition
to the mentally retarded ?

In other words, my thinking is that if we get no mom money than
we have now and you expand the definition of mentally retarded,
the effort on behalf of the mentally retarded might go down ?

Dr. Gosow. I really think the name is a rather delicate thing that
your committee will have to deal with.

I think if we ask peoplo from the back of the room to ,crive their
definitions we would need a computer to deal with the outflow.

The name, I think, though, is a rather choice one if a person does
not want to, I guess it is safe to use the word "prostitute oneself to
performance of services to fimilies that do not delineate themselves in
a nice, easy, handy cateo-ory.

We have to realim triat there are many children with mental retar-
dation who do have an emotional illness overlay which may not, how-
ever, be the primary management problem.

We do have to realize that there is a, tremendous association between
the occurrence of intellectual maldevelopment and appropriate or
other related physical deformities or disability.

Senator DOMINICK, Isn't it the fact that the centers now are treating
these people anyhow ?

Dr. Gulsoic. Some of the centers are indeed treat ing and dealing with
th is wide spectrum. They are also, however, deal i ng with these children
who pose problems within our school system under the title of learning
disorders. So that we have tendered in our definition to use the World
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Health Organization definition of mentally retardation which is
broader in scope than a number of the areas that we work in are willing
to accept as being mentally retardation so that in order to avoid con-
flict of interest we feel that the term aevelopmental disabilities is a
reasonable term.

We do not, however, preclude from this that these centers would
in any way become a threat to crippled children's services.

If anything, they would tend to support through this term maternal
and child health programs within most States. This is not something
I think we can decide as a univeisity-affilinted center group but I think
'it is certainly a significant point that you will have to consider as
you hear the various witnesses that relate to this particnlar

Senator DOMINICK. I know from personal observation, having
served as a trustee in one of these clinics, that many families are auto-
matically tense and unwilling to cooperate if you consider a child is
mentally retarded, whereas, if you consider the same child as develop-
mentally disabled they are perfectly willing to come along and get
some help under those circumstances.

It is very difficult to distinguish the two. Will you agree with that?
Dr, GIBSON. We tried to set up an experimental model at Ohio State.

We have two intake valves, one labeled mental retardation and the
other is labeled developmental disorders.

We have really not, been able to find any differences in the two popu-
lations or in their l'eactions to the wording.

Now when I addressed the AFLCIO in my local area I certainly
picked it up there. I think within America there is still a segment
of population that is very concerned with the term "mental
retardation".

I think those of us who work with the problem see its dimensions
and see rays of light for solution. However, the term does not become
nearly as important as the opportunity for some of the problem
solving.

Senator DOMINICK. That is another kind of philosophical question
here.

If the universities are unwilling to develop these interdisciplinary
centers for this purpose on their own, doesn't this mean that they are
not placing very high priority?

Dr, GIBSON. If you look at the program and we have done this at
Ohio State, you ask yourself a number of questions about the effec-
tiveness of your university in training graduates as it is presently
constituted in isolation from the many particular disciplines and
you rank this and relate it to dollar cost, you find there is a very close
tie in between the ranking that you have and almost any measure you
want to use with the amount, of dollars available per student.

This kind of program will offer universities two things : One, it
will bring more dollars per student because we are dealing with a wide
range of students. It will offer an educational opportunity to that
university that will set them aside from .perhaps four or five or six
other universities whose total operation Ls departmental and college
related.

So that the feeling I think among most of the universities is that if
they can support these programs this makes a breakthrough in their
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operational outline which could not be achieved by any other means.
If the funding is not going to be available I think there will be a

heart-rendering type of reaction on the part of universities who saw
this as perhaps one of the opportunities to bring into universities
areas of concern that had not been previously categorized as
ap-mopriate.

We have to remember that in the development of universities that
once upon a time psychology was like this program until it established
its worth, its vahie, and its intellectual support to training, and here
again, I think that' we are at a period where the emotional blush on
this program is receding but where the intellectual build-up is oc-
curring and. does need support.

Senator Dommcii. Yet you say in your statement that "The cost
of stallingis such that although State and local support is vigorously

isought it s clear that the Federal Government must be prepared to
carry the major sbare of the initial fmiding load if the mandate of
the center is to be achieved."

'What you are saying is that unless the general treasmy pays for
this initial funding load the universities don't put that priority on
them.

Dr. GIBSON. This is true. Also, it is not followed by other evidence
that we have and again the acceptance by the group that we represent
that this is a diminishing ratio.

I do not think that universities will spontaneously generate these
proobTams although there is one State that has become so upset with
the delay of release of funds that they are moving actively in this
direction.

I think the majority of the universities within the Nation will
need this type of stimulus support to allow the construction of such
facilities and development of such programs.

The outrun of this, the increasing university, State and community
support for these programs, I do not see as a problem, at least in Ohio.
We have a lot of interaction between our program and the State de-
velopmental and planning people.

The program is one of the recommendations of their Mental Re-
tardation and Planning Citizens Committee so that there is no doubt
in my mind that the citizenry of the parficular States are anxious for
their success.

But wo are representing a large number of universities that do not
have even the initial plan underway and do not see any opportunity
within their geographic area without this legislation to ever get such
a program going.

Senator DOMINICK. I think I have made my point. The problem as I
see it is that there are a great number of very good programs. I
happen to place a high priority on this one. There are a number of
(rood programs on which the local areas are not willing to put a high
enough priority of funds.

Everybody says, "It is easier to get at the general treasury than in
the local area so we will come back here to get it."

My point is should we not put more emphasis the other way ?
Dr. GIBSON. This is a much broader sociological question than I

would be prepared to comment on. I realize this is a continuing con-
cern. However, I would like to comment that the single project grant

"7
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approach is something that I hope tbis committee will weigh and
scrutinize before making any decision.

I think this could be catastrophic in terms of the development or an
opportunity for development of this kind of activity.

Dr. COHEN. I believe if you will look at the Federal money as seed
money and university-affiliated centered programs as a way to really
focus on the needs of the community and to provide leadership for
the various communities, that the end result will be an increasing
State and local expenditure on the. mental retardation programs.

Senator Dommek. I would think this would be just great if in fact
it moves that way.

Dr. CMIEN. It is moving in that direction in Michigan.
Senator Domixick. It is seed money and then everybody comes back

and says, "Unless we have the money we can't keep it going."
Senator KENNEDY. Thank you very much.
Our next witnesses will be a group of representatives of the United

Cerebral Palsy Associations.
Their principal spokesman this morning will. be Mr. Sherwood

Messner, who has been a leader in the voluntary health field for
many years and is nationally known for his work in community
organization.

As I indicated in my opening statement, Mr. Weinrich is here to
speak for those of the disabled who are unable to speak for them-
selves. Mr. Weinrich has a masters degree in social casework and is
the associate director of one of the most sig:iificant UCP departments.

Also with us this morning is Dr. Elsie Helsel, who is a geneticist
by profession, and the Washington representative of UCP. She is
the mother of a 23-year-old cerebral palsied son.

Before we begin, let me also take this opportunity to commend the
UCP for the extremely useful assistance they provided the committee
in connection with the communicable disease control and vaccination
assistance amendnumts, which passed the Senate 2 weeks ago. The
UCP has made a mit3or contribution to our national program to com-
bat German measles, and I look forward to hearing their views on the
bill before us today.

STATEMF"T OF SHERWOOD A. MESSNER, DIRECTOR, PROFESSIONAL
SERVICES PROGRAM DEPARTMENT, UNITED CEREBRAL PALSY'
ASSOCIATIONS, INC. ; ACCOMPANIED BY ERNEST WEINRICH,
ASSISTANT DIRECTOR, PROFESSIONAL SERVICES PROGRAM DE-
PARTMENT, UNITED CEREBRAL PALSY ASSOCIATIONS, INC.; AND
ELSIE D. HELSEL, PH. D., WASHINGTON REPRESENTATIVE,
UNITED CEREBRAL PALSY ASSOCIATIONS, INC.

Mr. MESSNER. Thank you, We do appreciate the opportunity to
appear in support of S. 2846, the Developmental Disabilities Services
and Facilities Construction Act. of 1069.

With your permission, I will not read all of the written testimony
as presented to the committeo but would like to highlight a few of
-what we consider to be the most import, -t things, from our stand-
point, at least.
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Senator KENNEDY. Your prepared statement will be included in its
entirety in the record.

(The prepared statement of Mr. Messner follows:)

PREPARED STATEMENT OF SHERWOOD A. MESSNER, DIRECTOR, PRCFESSIONAL SERVICES
PROGRAM DEPARTMENT, UNITED CEREBRAL PALSY ASSOCIATIONS, INC, ON BE.
HALF OF UNITED CEREBRAL PALSY ASSOCIATIONS, INO,

SUMMARY
Suggested changes in Mani

Page 1, line 2-3--change from "persons affected by mental retardation and
other developmental disabilities"; change to read "persons affected by develop-
mental disabilities as defined in the bill".

Title I, imge 0, line 4-5ehange from "services to mentally retarded and other
developmentally disabled persons" ; change to read !'services to developmentally
disabled persons",

Page 6, Rue 5-0change from "leaders in the field of service to the mentally
retarded and other developmentally dimbled". change to read "leaders in the
field of services to the developmentally disabled".

Page 9, line 9-10change from "services and facilities for persons with de-
velopmental disabilities associated with mental retardation" ; change to read
"services and facilities for persons with developmental disabilities",

Page 9, line 15-16change from "Tersons with mental retardation and other
developmental disabilities"; change to read "persons with developmental dis-
abilities".

Page 21, llne 11after "sheltered employment" add "transportation".
Page 21, line 13-14--change to read "Information, referral and follow-along

services".
Title IIchange the language throughout from "mental retardation" to "de-

velopmental disability".
INTRODUCTION

Mr. Chairman and Members of the Sub Committee on Health, I am Sherwood
Messner, Director of the Professional Services Program Department, of the
United Cerebral Palsy Associations, I'm, the national health organization on
whose behalf I speak.

I live in New Rochelle, New York.
I should like to introduce my colleagues with ine this morningDr. Elsie

Helsel, parent of a cerebral palsied son and part-time Washington Representative
for United Cerebral Palsy and Mr. Ernest Weinrich, Assistant Director, Pro-
fessional Services Program Department.

We appreciate very much the opportunity to appear here today in support of
Senate Bill 2840, the Development Disabilities Services and Facilities Construc-
tion Act of En.

With your permission we should like to make a brief summary statement. and
then highlight points from the written testimony you have before you,
Language of the

We are particularly pleased with the language chosen to describe the group of
individuals to he served by the Bill, namely the Developmentally Disabled. We
think this choice of language represents an important advanee in the thinking and
knowledge of the needs of seriously disabled individuals and progress in the
realization that agencies with a categorical focus can work cooperatively to pro-
vide the comprehensive programs that are required.

We believe this language will encourage the development of more effective,
efficient, coordinated and consolidated service programs whose primary purpose
is to serve individuals with related needs rather than to serve diagnostic labels,
such as cerebral palsy or mental retardation, In view of our greater knowledge
and experience, we now know that such labels tell us nothing about the program
needs of individuals or the services which must be developed to meet their needs,
We now know that the program needs of the cerebral palsied and the mentally
retarded are Mmilar but not ident ical. Some programs for these groups can be
combined effectively. Others must be developed separately.

We do not share the concern of some that the use of the broader term, "develop-
mentally disabled," will open up services to large numbers of individuals not
intended for service under this Bill. United Cerebral Palsy has for years opened
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its Developmental Day Care Centers to those seriously handicapped individuals
for whom there was no other appropriate service in the commnnity. We have not
been overwhelmed with requests for service. We have learned that individuals
with serious disabilities share common needs regardless of diagnostic labels. We
are satisfied the protective limitations in the definition of the developmentally
disabled in the Bill are quite adequate to restrict services to the group intended
those whose condition originates in childhood, Is expected to continue throughout
life, constitutes a substantial handicap to the individual, and for whom services
are not available through any other resource.
Comprehensive range of services spelled out in tlw bill

We heartily approve the comprehensive range of services spelled out in the
bill. We believe such provisions will make possible the filling of gaps in service
programs for the developmentally disabledgaps which have diminished the effec-
tiveness of already existing services because there has been no way to maintain
gains achieved in earlier programs. To cite an illustration, there have been
therapy programs for children for some years. However, at the adult level there
are only limited services to Provide therapy that would maintain gains already
achieved or even to provide essential medical supervision. We know of too many
instances where children, after years of training and education, have been
brought to a good level of functioning and performance only to be terminated at
the age of eighteen or twenty-one because of age and agency limitations. Without
sheltered workshops or adult activity programs these young adults regress and
are unable to capitalize on gains and skills acquired in earlier years.

Although our overall reaction to this legislation is enthusiastic endorsement,
we do have a few concerns.
_Permissive language

We are troubled by the permissive language in some sections of the Bill per-
taining to the inclusion of the developmentally disabled other than the mentally
retar(ed in the services that can be included in the State Plan. Although Section
130 under Title I clearly states that "The purpose of this part is:

(a) to make grants to a,sist the several states in developing and implement-
ing a comprehensive and continuing plan for meeting the current and future
needs for services to persons affected by developmental disabilities ; and

(b) to make grants to assist public and non-profit agencies in the construction
of facilities for the provision of services to persons affected by developmental
disabilities."

In four other places in Title I, phrases such as "persons affected by mental
retardation and other disabilities" and "persons with developmental disabilities
associated with mental retardation" would permit interpretations which imply
that the developmental disability must be associated wih mental retardation and
that those with developmental disabilities other than mental retardation may,
bitt not must, be Winded in. the State plan for services. This would continue the
exclusion of some of the severely disabled cerebral palsied who are not mentally
retarded but who do have similar service needs.

We should like to suggest that in the interests of clarity and consistency the
term "developmental disability," as defined on Page 20, lines 20 through 25 and
Page 21, lines 1 and 2 in the Bill, he used throughout without qualifying phrases.
Otherwise, even under this measure we can envision the developmentally dis-
abled, other than mentally retarded, again assigned low priority for services
in the State plan.
State allotments

In Section 132 on Page 3, lines 17 to 22 the Bill states "In determining . . .

the extent of need in any State for services and facilities for persons with devel-
opmental disabilities, the Secretary shall take into account the scope and ex-
tent of the services specified, pursuant to Section 134 (b) (4), in the State Plan
of such State approved under this part." We would urge the addition of a
built-in incentive factor in the formula for States that elect to include in their
State Plans other categories of developmental disabilities. Otherwise, when
funds are in short supply, these groups will find themselves as beforelowest
on the priority list. Although their numbers are small their needs are great.
Without this feature, we believe there would be further fragmentation rather
than coordination of services. Agencies serving groups that are left out are com-
pelled to develop services to meet needs of these groups. The non-ambulatory per-
son with cerebral palsy is far more difficult to serve than the individual who is
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ambulatory. This group as a whole is hardest hit by a lack of services, and yet
has been low man on the totem ple for some time.
National and State advisory councils on services and facilities for the develop-

mentally disabled
We are pleased to note that there are to be on the National Advisory Council,

representatives from leaders in the field of services to the mentally retarded
and the other developmentally disabled persons. We are also pleased to note
that consumers or their representatives are to be represented on the Council.
We should like to respectfully suggest that this same pattern of membership be
repeated and be specifically stated for the State Plan and State Advisory Coun-
cils on services and facilities for the developmentally disabled.

We ask that the membership be specified in the Bill. We have learned through
unhappy experience with the Partnership for Health Advisory Councils where
neither the mentally retarded nor the cerebral palsied are well represented.
Revision of Statc plans

We heartily endorse the provisions for updating the State Plans and hope that
the regulations for this Section will be quite firm about the review, evaluation
and updating of the State Plans at least annually.

In most states the mental retardation planning effort dates back to the 1963-
1965 period. Taking Ohio as a typical example, plans (except for the construc-
tion plans) have not been updated since that time. In Ohio some progress in hn-
plementation has been madeincluding an innovative approach to protective
services. This is one of the services recommended in the Report of the Prai-
dent's Panel but listed for the first time to our knowledge in this Bill. However,
in Ohio an attempt ot legislate the continuance of the Citizens' Committee which
drafted the Plan with paid staff and funds for Committee meetings was de-
feated. Unless some funding for continuing work on planning and implementa-
tion is forthcoming, the Ohio Plan will gather dust and much valuable and cost-
ly effort will be wasted.

Another even more relevant reason for requiring an update of the plan is that
the plans were drafted specifically in the language of mental retardation. Al-
though many of the developmentally disabled are mentally retarded, they are
not always included because they were tagged with another label. To be consist-
ent and to make for more effective and efficient coordination of services to the
severely disabled group, it would seem appropriate to bring the language in the
State Plans in line with the language in this Bill.
Groups to be included in the State plan

On Page 9, lines 9 to 16, we would hope that in this Section also the intent
is not to indicate priorities but to consider the needs for services of the total
group. As we have stated repeatedly the non-ambulatory group and their families
are often the ones left unserved in the community. Only now are we beginning
to see this group added to the waiting lists for institutional placement. In order
to preserve the intent of the Bill, to :,erve all of the developmentally disabled, we
should like to respectfully suggest that the qualifying phrases be eliminated and
the single term developmental disability be used as defined in the Bill.
Services to be covered

On Page 21, lines 3 to 14 again we would like to commend the Committee for
its wisdom in defining "services" so that at long last it will be possible to pro-
vide a truly comprehensive program for the developmentally disabled. This will
make it possible to fill the gaps which unfortunately have accrued because of
mw fragmented approach to services. Seriously disabled individuals and their
families have a continuum of need throughout their lives. It is both costly and
inefficient to provide excellent services during the school years, for example,
and then not follow through with workshops or work activities programs for
adults. Or, to provide very costly therapy programs for children through age
18 or 21 to achieve maximum functioning and then, because there is no main-
tenance therapy service, to permit the person to retrogress, to allow his con-
tractures to take over, to watch him become a total bed care case because there
is no encouragement for self-care.

We should like to suggest just the addition of two services to those already
listed : transportation and information and referral services.

Transportation is a major problem in the provision of services to the dis-
abled, particularly for the multiple handicapped. We urge that transpertation



166

he duly conshlerell as one of the important services for which federal and state
funds should be used hi a total comprehensive program.

Concerning Information and referral services, we at United Cerebral Palsy
have fonnd frequently that the developmentally disabled mid tlwir families
cannot thread their way through the maze of services available to them. We
also have found that they frequently are dropped from a service because it is
inappropriate or the agency finds that it cannot manage such a severely dis-
abled person. There may be no immediately obvious service to which to refer
and thus the individual falls between the cracks of services, gets lost . . . some-
times for years.

Information mid referral is not enough. We find another component, a "follow-
along cmnponent" is vital. The agency giving this service to a seriously dis-
abled individual and his family needs to form a partnership for life in order to be
sure that services continue and to avoid crisis situations. Even if at some period
there are no organized services to meet needs, continuity of contact with the
individual and his family should be maintained.
Title IIUniversity-affiliated facilities

Even though most of the developmentally disabled would be included under
the present language (mentally retardedwhich for purposes of this part in-
cludes other nenrologically handicapping conditions found by the Secretary to be
sufficiently related to mental retardation to warrant inclusion here), in the
interest of consistency, we should like to suggest that the language in this Sec-
tion of the Bill be changed throughout to "developmentally disabled."
Hour tltis bill will help the cerebral palsied; definition of cerebral palsy

Cerebral palsy is the general term applied to a group of disabilities caused
by injury or damage to the developing infant brain. It results in impaired muscle
control and function. However, this is not a single disability and almost never
occurs alone but in combination with other problems. About two thirds of the
cerebral palsied are also mentally retarded ; one-half have speech and com-
nun n ica don proble ; about one-third have visual disorders ; 20 percent have
hearing difficulties. An undetermined nnmber have learning difficulties asso-.
elated with perceptual and conceptual difficulties.

Not everyone with cerebral palsy has all these defects. One in seven may be
so little affected that he requires no special assistance. Others are totally in-
capacitated. Most have a combination of symptoms. They need planned coordi-
nated treatment and training, much of it extending over the greater part of their
lives.

They need servifms that cost more than most families can afford, a multiplicity
of service programs that no single health agency can provide, such as: physical,
occupational, speech and hearing therapies; special education programs ; devel-
opmental and day care centers ; vocational guidance, training, work-ready pro-
grams ; employment ; social and recreational activities ; eye care; special dental
care ; braces ; drugs ; sometimes surgery ; and ongoing medical supervision. Near-
ly all need special transportation if they are to get to available services.

But with cerebral palsy, it is not just those who are handicapped who need
help. Parents and families need help too : counseling and guidance ; instruction
in how to care for a handicapped child ; supportive services to maintain home
and family stability during crisis periods.
History of United Cerebral Palsy Assoekaions, Inc.

UCPA was born out of these needs. During the 1940's groups of parents and a
few professionals in a scattering of communities joined their efforts to get medi-
cal and educational help for children whose future seemed hopeless. Services for
children and adults with cerebral palsy evolved from their concern, their action,
and thus. In 1949 the national organization was founded.
What does UOPA do?

In the beginning, UCPA affiliates stressed treating what was physically cor-
rectablethrough physical, occupational, and speech therapy, with braces or
surgeryand learning. Reluctant public school authorities were persuaded to
accept cerebral palsied children in existing facilities, where possible. United
Cerebral Palsy established special education classes when necessary and pio-
neered many advances in this field.
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Recognition that therapy programs which primarily focused on improving
physical impairments failed to benefit many, led to a broadening of emphasis.
Some groups organized recreation programs for children and adults. Others
started sheltered workshops for those whose disabilities prevented them from
working in a competitive environment.

The knowledge that cerebral palsied children lag in development behind nor-
mal youngsters has more recently stimulated the establishment of nursery, pre-
school and developmental centers, special "head start" programs for children
with multiple handicaps. Concern for more severely disabled adultsand their
familieshas led to day care programs for adults, organized services to provide
relief for overburdened families. There are also work and social activity
programs.

In 1069 there tire 45 UCPA state affiliates and 259 affiliates in local com-
munities including the District of ColumbIa. These affiliates offer a wide range
of care, treatment and training programs for persons with cerebral palsy.
Large affiliates in major population centers provide or support almost every
type of service needed. Others purchase services from appropriate local agencies.
The aim is to see that services are provided but not duplicated.

But there are gaps in the service program. UCPA does not reach all who need
its programs. Many are imknown because cerebral palsy need not be reported
to health authorities. Many severely disabled persons are in institutions for the
retarded. Those whose major problems are deafness or blindness may be re-
ceiving services from agencies concerned with these health problems. Others who
have previously received UCPA's services have reached "maximum" age limits
and have "graduated into oblivion." In urban ghettos and in rural connnunities
individuals with cerebral palsy may be isolated, living out their years behind
closed windows or in front of TV screens, because UCP services are unavailable
or unknown to them.

These are the continuing challenges that UCPA faces in the effort to carry
out its primary responsibility of meeting the physical, psychological, social and
intellectual needs of cerebral palsied children and adults. To carry on this
mission requires a partnership with other services, both public and private. We
see tbe Developmental Disabilities Bill as havhig tremendous potential for
helping us to carry on our mission.
How thlm bill cam help thc cerebral palsied

UCPA has been trying to meet specific problems confronting the development-
ally disabled that other agencies have failed to meet or do not care to address.
It has been our policy not to duplicate already existing services that are
adequate. We see our role ns that of pioneering in new services which are
needed and lacking. 'When soch a needed service has been identified we try first
to develop techniques and practices to meet the need. If we can demonstrate to
our own satisfaction that cerebral palsied can indeed benefit from such a service
and that there are sufficient manbers to warrant the service, we then try to
search out the tax-supported agency which most logically should offer the serv-
ice. We have done this with our diagnostic and evaluation clinics, with our
therapy programs and with some of our educational programs for the more
able cerebral palsied. This program policy then continually frees UCPA money
and staff for new program development.

We should like to tell yon briefly about three specific areas in which we now
see a need which this Bill could hein us to meet.

Of the approximately 700,000 cerebral palsied individuals in the United States,
about 280,000 are estimated to be within the normal Intelligence range. How-
ever, about 33,000 of these individuals are so severely physically handicapped
that they canrot even work sh ered work hop . They vot qualify for
other state and federal programs. They need help in managing themselves and
their personal affairs. For want of a better name and because of the relation-
ship to existing patterns of similar but not identical services for children and
the elderly, we call these Protective Services.

Protective Services are primarily case management services of a social and
soclo-legal nature. They help individuals maintain themselves in various kinds
of special living arrangements rather than being place in institutions. Pro-
tective services assist the multiply disabled to get those community services to
which they are entitled mid to protect their civil and human rights, The De-
velopmental Disabilities Bill can certainly help in establishing protective serv-
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ices not only for this group but also for the entire group of tbe retarded who
need such servicesespecially after parents die. A protective services program
should include for those of the retarded group incapable of making their own
decisions, a public guardianship program so that parents will no longer be
hannted by the question "What will happen to this child when we die?"

Approximately 420,000 of our cerebral palsied individuals are also mentally
retarded. Obviously this group would stand to gain much by the passage of this
Bill. Some of this number can, of course, be served by other agencies serving the
retarded. However, it has been our experience tbat as the physical handicap
becomes moderate to severe, these individuals are quickly dropped from pro-
grams that would otherwise be appropriate for them. The multiply disabled are
the last to be added to programs as they are developed, regardless of whether
they are educational, training, recreational programs, sheltered workshopsand
these disabled persons are the first to be dropped when budgets get tight.
Developmental day care programs for chihlren

UCPA has been concentrating attention (luring the past few years on Develop-
mental Day Care Programs for Severely and Multiply Involved Children. We
have learned that if we can get these children into stinudating programs at a
very early age and if we can get them into proper supportive equipment so that
tlwy can attend to their world and their lessons, they can learn.

We should like to call your attention to the picture attached to your Testimony
to show what we mean. The youngster lying on the litter seeing not much more
of her world Hum the ceiling or the wall of her room isn't very hopeful mate-
rial for a teacher to try to teach. This child had been managed from that supine
position from the thne she was an infant-, except for brief periods for feeding
in the relaxation chair shown in the next picture. It took time at our Indianapolis
Center to work her up from the position of lying in tbe litter most of the day
to a send-erect position, and then gradually to an erect position so that she could
be properly supported as you see her in the last picture.

If you will note her bead is supported so that her visual field is enlarged and
she can see her world. Her elbows and trunk are supported so that she bas
functional ase of her hands and she can make some effort on her own to hold
up her head. Her body is in good allgmnent so that she feels secure in space. Yon
can tell by the expression on her face that this little girl is now ready to learn.

UCPA has about 3,000 of these children in its Developmental Day Care Pro-
grams. The cost is about $1,700 per year per child, including transportation,
where these li-day-a-week programs are offered. Many of our affiliates cannot
afford five-day programs for this group; nor can they serve all of the children
who could mat from such a program. We estimate there are about 10,000 such
children in the United States. The Developmental Disabilities Bill would help us
reach and tenth more.

I might point out that for children as severely handicapped as is this young
lady, the alternative to providing Developmental Day Care Programs in the
community is costly and prolonged institutionalization.

In Illinois there are two excellent facilities providing what we would con-
sider adequate institutional care for a person so handicapped. Tbe cost for such
programs is approximately $10,000 per child per year. Contrast that with the
$1,700 for which we can program these children at the community level and
which allows them to live at home with their families.
HIP and HIST programs

While we have the picture of this little girl before us, we might point out that
ads type of equipment and management pattern is appropriate for severely dis-
abled children and adults regardless of where they reside. There are many such
children in state schools for the retarded. This Bill, as we understand it, would
also provide the authority for the Hospital In-Service Training programs and
the Hospital Improvement Programs which have provided the vehicle for our
UCPA. Nurse Consultant to participate in seminars and training programs for
patient care personnel in institutions for the retarded, CCP has used these funds
to train ward personnel and others in tbe techniques of care and the design of
supportive equipment. As we all know funds for these programs have been limited
and they have not been able to grow as rapidly as we bad hoped. We see this
Bill, if it is funded at the level requested, as having tremendous potential for
help in improving programming for the developmentally disabled in institutions
for the retarded.
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Services for severely disabled adrults
One of the top priority areas for program development within UCPA right

now is services for the severely disabled adult. In our Centers we have not only
severely disabled adults whom we served when they were children, but we are
accumulating adults who have been served through other programs during their
school years. For one reason or another they have not been considered good
potential for training through the Bureau of Vocational Rehabilitation and they
and their parents turn to our UCPA affiliates for programming.

Trying to develop programs for severely and multiply disabled adults is a
challenging business. The day-to-day management and transportation problems
alone are almost overwhelming. In addition to the need for year-around activity
and work programs, these adults need a number of other services if they are
to be maintained properly in the community in keeping with present-day trends.
They need specialized housing and follow-along case management services, pro.
tective services and maintenance medical services.

A few of our affiliates have developed imaginative programs to meet the needs
of this group, Denver, Colorado has pioneered in innovative and unique adapta-
tions of equipment in order to enable severely disabled adults to work in a shel-
tered workshop situation. Columbus, Ohio has over 100 severely disabled adults
in a combined workshop and work activity Center program. New York City has
a most interesting developnental program for adults which includes an apart-
ment for training in independent living.

In Mandl of 1970 UCPA will sponsor a Conference under a Grant from Reha-
bilitation Services Administration to pull together some of these innovative
Mewl for services and programming for severely disabled adults and to try to
develop guidelines for agencies that are looking for help in developing programs
in this area.

At present we are serving only about 2,500 adults in some fashionsome In
programs scheduled only one (lay a week. Others meet only a few times a month.
It is for this group, where the need is so great, that the expanded service provi-
sions of the Developmental Disabilities Bill could have a really great impact
special living arrangements, day care programs for adults, sheltered workshops
with adaptations, protective services. All of these services are desperately
needed.

CLOSING STATEMENT

In closing, we feel the passage and adequate funding of the Developmental
Disabilities Bill will make it possible to fill gaps in services for the develop-
mentally disabled and to hasten the day when, working together, the voluntary
sector and the state and federal governments can provide a comprehensive pro-
gram to maximize the potential of all of the developmentally disabled.
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UNITED CEREBRAL PALSY ASSOCIATIONS, INC.
66 East 34th Street
New York, N.Y. 10016

1. This is a severely retarded girl
who is nine years of age. Site has a
type of cerebral palsy which is re-
ferred to as tension athetosis. Both
her arms and legs are affected and
she is unable to sit a/one or to
swallow with her mouth closed. Her
legs cross because of tension and the
pull of a dislocated hip.

2. In earer years she was placedin a relaxation chair as shown
above, This chair was tilted at a 90 .

degree angle and was never placed in
a more upright positton as she grew
older and improved, Because herfeet
avertrj unsupported, she could not
relax and would stiffen her body.

Reproduced with permission of:
Southern Regional Education Board, Atlanta, Georgia

4 4 ". 4":
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3 Above is a wheel chair adapted ex-
pecially for her. A 2" web belt is attached
to the back struts to permit a gradual
raising of the plywood back. The ply-
wood is covered with plastk sponge, then
with a washable material. This is to pro-
tect her back which has a positional
deformity. The plastic sponge neck-
pillow is covered with a removable slip-
cover. It is constructed so that her head is
supported at the base of the skull. The
plywood seat is hinged to the back sup-
port. The depth of the seat is made to fit
her and is covered with a plastic sponge
pillow which is wedge-shaped, 1!.;" at
the front and ! " at the back. This
pillow, as well as the raised foot rest,
helps give her body stability and over-
come her tendency to stiffen her body.
A 2" wood block attached to the foot rest
keeps her feet separated. The sides of the
seat have hip supports to help keep her
hips from turning. Additional stability
is obtained by placing soft leather cuffs
armui her thighs and attaching them to
the side supports. These are buckled on
the outside of the seat in such a way that
she cannot scrape her arms against the
buckles. A wide seat belt is fastened
across her lap for additional security.

5 Here she is in her adapted chair with
a lap troy attached. Note her relaxed ap-
pearance and the attempt she is »taking
to support her trunk by means of her el-
bows as well as to hold her head upright
and away from the pillow. Compare her
appearance here with that in pictures
19 and 20.

38-101 0 - 70 - 12

14.. The above picture slloWs her being
fed in a semireclining position. If she
were fed in an upright position, she
would choke, never having been seated in
an upright position. As she gains ex-
perience and confidence, she can gradu-
ally be brought to an upright position.

.314...1



172

Mr. MESSAT. Thank you. We wanted to talk part icularly about the
language of the bill.

I have been interested to hear the amount of discussim that has
gone on in regard to the term "developmental disabilities."

As an organization we feel that this term does represent a relevance
of knowledge about the needs of severely disabled people and about
the kinds of in.ograms that are appropriate for these disabled people.

After all, the terms that have been used such as cerebral palsy and
mental retardation are somewhat arbitrary, particularly the term
cerebral palsy.

In fact, some of our medical people don't use this term at all be-
cause they feel that it, is not descriptive enough of the problems, of the
individuals concerned.

However, this is the way it has developed in terms of some of the
vohmtary organizations that are concerned with specific disabilities
and with parents of these individuals that were interested in starting
an organization and providing services to the community. We feel
that, it is of some value to identify various categories, but actually
when you get down to the question of services to these individuals
the terms really do not mean that niuch.

I am sure that the committee is aware that perhaps as many as
two-thirds of all the individuals with cerebral palsy also have some
degree of mental retardation.

However, this means that of the total of 700,000 which we believe
to have cerebral palsy in this country about 2150,000 are not mentally
retarded but do have a developmental disability.

Certainly the services, research and the training that, have been
promoted by the mental retardation legislation over the past, few
years have been of benefit to many of the cerebral palsied.

O.n the other hand, it has not benefited particularly those indivi-
duals with cerebral palsy who are not mentally retarded and I have
to go beyond that and say it has not particularly benfited some of the
more severely and multiply disabled who are mentally retarded lint
have additional handicaps, physical and otherwise.

The language of the bill, therefore, with the term "developmental
disabilities" we, would heartily endorse.

We do not share the concern expressed here this morning by others
that, this will open up the floodgates and swamp the programs and
services.

As a matter of fact, our experience would seem to indicate the con-
trary. Many of our programs have been opened to individuals who are
not labeled "cerebral palsied" but, who need the services that are avail-
able in our centors and programs. For the most. part we have not been
flooded with requests for these services from such individuals. I think
you will recall that, Dr.. Gibson and Dr. Cochran made the point that
yon cannot. frequently come up with a, differential diagnostic label in
a young mentally retarded or cerebral palsied child.

One particular thing I would like to emphasize is that when some
of these categorical diagnoses cannot be applied until later m the
life of the child, this has meant in quite a few instances that services
have been delayed. If you have to have a diagnosis of mental retard-
ation in order to take advantage of programs for mentally retarded or
if you have to have diagnosis of cerebral palsy for services it means
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you have lost many important
treatment.

We feel that the limitations on
ability as set forth in the bill are
group intended, namely :

Those whose condition originates in childhood, is expected to continue through-
out life, constitutes a substantial handicap for the individual, and for whom
services are not available through any other resource.

While on tbe question of terminology I would like particularly to
call attention to language in the bill that would seem to us to weaken
this terminology.

Specifically in section 130 under title I, the bill clearly states :
The purpose of this part is, (a) to make grants to assist the several States in

developing and implementing a comprehensive and continuing plan for meeting
the current and future needs for services of persons affected by developmental
disabilities and, (b), to make grants to assist public and nonprofit agencies in
the construction of facilities for provision of services to persons affected by
developmental disabilities.

However, in four other places in title I phrases such as "persons
affected by mental retardation, and other disabilities" or "persons with
developmental disabilities associated with mental retardation," appear.
We feel that this would permit interpretations that were not intended
by the drafters of the bill to imply that developmental disability must
be associated with mental retardation and 'that those with develop-
mental disabilities other than mental retardation may, but not must,
be included in the State plans for services.

This would continue the exclusion of some of the severely disabled
cerebral palsied who are not mentally retarded but who do have similar
services needs.

We would lie to suggest that in the interest of clarity and consist-
ency the term "developmental disability" as defined on page 20, lines
20 through 25, and top of page 21, of the bill used throughout without
the disqualifying phrases. Otherwise, even under this measure we can
envision the developmentally disabled other than mentally retarded
again being assigned low priority for services in the State plans.

While we are talking about the State.plans I would like especially
to call attention to what would appear to be an innovative idea re-
garding the State allotments.

In section 132, page 3, lines 17 to 22, the bill states:
In determining * * * the extent of need in my State for services and facilities

for persons with developmental disabilities, the Secretary shall take into ac-
count the scope and extent of the services specified pursuant to section 134 (b) (4)
in the State plans of such State approved under this part.

We hope this will be interpreted, as we understand was the in-
tention, as providing a built-in incentive factor to the various States
to include individuals with developmental disabilities other than men-
tal retardation, and that some formula can be arrived at so that this will
be a real incentive for the State.

We feel that the State mental retardation plans do need updating.
In the first place, it bas been 4 or 5 years since these plans were
formulated and a lot of things have happened in that time.

Secondly, the plans were 'developed within the terminology of
mental retardation. If we are now to move into what we consider to

years of early intervention and

the definition of development dis-
adequate to restrict services to the
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be a much more appropriate term, "developmentally disabled," this
language will need to be altered in the State plans. So we certainly
endorse this.

We heartily approve the comprehensive range of services spelled
out in the bill. Such provisions should make it possible to fill some
of the present (raps that exist in service programs for the develop-
mentally disabled, gaps which have diminished the effectiveness of
many of the programs because often gains made in one phase of a
program are lost when an individual is discharged because he reaches
an arbitraiy age limit or when he is considered "to have reached the
maximum benefit."

For example, many children who have had special education and
training and therapy during their school years and who possibly have
achieved a reasonable level of functioning, are now adults and are
sitting at home with '110 activity programs, and not even regular
medical supervision to maintain the physical gains they have made.

Th3 list of services defined in the bill is more comprehensive than
in any previous legislation. However we would like to suggest the
addition of just two more. Namely, transportation and follow along
service.

Transportation we feel is an essential service element in any pro-
ffram for the disabled. If the individual cannot get to the service,
obviously, he cannot benefit from its being available. Many programs
are underutilized because transportation is inadequate. We urge, there-
fore, that transportation be duly considered as one of the important
services for which Federal and State funds should be used in a com-
prehensive program.

Likewise, we have found that many of the developmentally disabled
and their families are unable to find their way through the maze of
services and agencies available to them without a guiding hand from
someone knowledgeable concerning resources.

Many individuals have gotten lost and fallen between the service
cracks because no agency felt it was their responsibility to serve as a
third parent to the disabled person and his family. Information and
referral services, we find, in many communities are not enough. The
follow along aspect is vital. Some agency must assume the role of a
third parent to insure that the service and the client or his family are
brought together at the appropriate time throughout the life of the
disabled individual.

Senator DOMINICK. Mr. Messner, why cannot the local communities
provide transportation? Why should the Federal Government have to
provide local transportation?

Mr. MESSNER. Senator Dominick, I am not suggesting that this be
entirely a Federal respmisibility. I think that it has to be a partner-
ship as all of these services must be.

Senator DOMINICK. Why?
Mr. MESSNER. Partly because the mass transportation that is now

available, particularly in our urban areas, is totally inadequate for the
disabled.

I think you are aware that some studies are being done with regard
to the use of mass transportation by the disabled and major recom-
mendations are being made for improvement of mass transportation.
But without a commitment of a great deal more funds than we see on

'"C.
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the horizon at the moment in this field we do not feel that mass inns-
portation is ever going to provide the answer.

This means that if the disabled are going to be able to take advan-
tage of programs that are available, special transporation has to be
provided and this can take a variety of forms.

We have had soin e. good experience with volunteer transportation.
This, however, is limited by a number of factors. We hope some day
the Department of Transportation will take a, look at what some of the
insurance restrictions are on volunteers transporting disabled people.

What it comes down to finally is that the agency providing the pro-
gram has to furnish transportation as part of the service prog,ram..I
think it would be of interest that our affiliate in New York City is
budgeted for a quarter of a million dollars for transportation for tlus
year alone. Otherwise, the individuals would not get to the seivices.

The voluntary funds and the local community funds can provide
part of the funding but not all. We would consider transportation as
much an essential part of a total comprehensive program as any other
aspect.

Senator DOMINICK. I would agree with that. I am not sure I agree
with you on the funding of it. But go ahead.

Mr. MESSNER. I would like now to discuss a little more specifically
how this bill will help those with cerebral palsy. As I indicated before,
cerebral palsy is a general term that appbes to a group of disabilities
caused by injury to the developing brain. The result is impaired motor
function.

However, this is almost always associated with and found in com-
bination with other disabilities. I have indicated perhaps two-thirds
of the cerebral palsied are also mentally retarded.. About half have
speech and communication disorders. A. third have visual problems.
Twenty percent have hearing difficulties. An undetermined number
have karning disorders associated with conceptual and perceptual
problems.

So we are dealing with a complex problem. Some individuals with
cerebral palsy are only mildly handicapped and require few, if any,
services. Others are totally disabled and many of these will be found
in institutions for the retarded, whether or not this is the most appro-
priate placement for them.

In between these extremes there is an infinite variety of combina-
tions of disorders. Most individuals with cerebral palsy do need spe-
cial srvices and these almost always have to continue throughout their
lifetime. These services are costly and certainly no family can afford
to pay for all of them; nor can a single health agency provide the
whole range of services.

At least 50 different kinds of services are needed at different times
and in varying quantity. Not only the individual with cerebral palsy
needs help but the families of handicapped also need a variety of sup-
portive services to maintain their stability. UCPA has tried during
its 20 years of existence to help meet these needs.

Through 45 State affiliates and 259 local community chapters a wide
range of diagnostic treatment and care programs have been provided,
supported or purchased.

However, there are gaps in the program. Many individuals with
cerebral palsy have not even been identified and referred to existing
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services. Some of the more severely disabled are residents in institu-tions. Children and adults in rural areas and in many of the inner-city ghetto areas in many instances do not get to available services.This is true not only of the cerebral palsied but the mentally re-tarded as you have heard. Sonic individuals who have been in specificphases of the program are no longer eligible because of age or degreeof disability restrictions.
UCPA continues to face challenges to see that the services are avail-able to meet the physical, psychological, social, and intellectual »eedsof cerebral palsied children and adults.To carry out this mission there must be an effective partnershipwith other services, both public and private. We see the developmentaldisability bill as having a tremendous potential for helping us meetthis challen(re.
I would like to highlight three specific areas of program whereinwe feel this bill can have particular significance.First of all : Protective service. Of the approximately 700,000cerebral palsied in the United States, about 250,00(1 are estimated tobe within the normal range of intelligency. About 33,000 of those areadults so severely handicapped they cannot work even in shelteredworkships. They need lifelong help in manaoing themselves and theiraffairs. For want of a better term we call these services "protectiveservices." They are (renerally primarily case management services ofa social or a socio-1P'egal nature and they are essential, particularlywhen there is no longer a family in the picture.For those who are also mentally retarded these protective serviceswould include public (ruardianship. We feel that the developmentaldisabilities bill can helti) in establishing these kinds of services whichfor the most part do not exist today.Second : Developmental day care centers for children. We esti-mate that. there are at least 10,000 children of school age who becauseof the multiplicity and severity of their disabilities are not beinfrserved in public school classes. UCPA has been concentrating some OP.-tention on proarams for these childmn during recent years and atpresent about 3,000 are being served in ITCP developmental day carecenters.

These programs are time-consuming and costly. We spend about$1,700 per child per year, including transportation, for these pro-fframs. You might, however, want to contrast this with the approxi-mately $10,000 per year that it would cost to provide adequate institu-tional care for these same children.
At this point I think it is appropriate for me to give special endorse-ment to the hospital improvement, and the hospital in-service train-ing programs which we understand will also be authorized under thisbill. These prooTams have made it.possible for many improvements totake place witilin the residential institutions. As one example I citeithe nvolvement of our nurse consultant, who has been used quitewidely to conduct training programs within the institutions forpatient care personnel on how to care for these multiple handicapped,mentally handicapped retarded individuals.More adequate funding would do much to provide for improvementof such care.

The third category I want to mention is expansion of services for
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adults who cannot be employed even in sheltered workshops. At. this
point I would like my associate, Mr. Weinrich, who, as has been mdi-
cated, is disabled from cerebral palsy, is a trainer wcial group worker
and has been carrying primary responsibility for this phase of our
program, to take a few minutes to tell you about this.

Mr. WEINRICH. I appreciate this opportunity to express some of my
thoughts about this act and what it could pean to the severely handi-
capped adult. I emphasize severely handicapped adult. As was mdi-
cated, I have cerebral palsy. I am one of the few CP's who got through
life without very much specialized service.

I am also one of the few who are working. Because my handicaps
are not severe I have been able to take advantage of opportunities
that society accords its nonhandicapped members. I have received
training and experience as a social worker.

My education and experience is helping me to coordinate a national
ITOPA. task force concerned with promoting service programs for
the nonworking teenagers and adults and devising means for their
delivery.

In addition, it is my job to interpret the needs and aspirations of
disabled persons to those who are not handicapped and to explain why
those in the majority should heed the voice of this special minority :
I am trying to speak for the severely handicapped. It would be better
if they could speak for themselves and given the opportunity they
can.

However, I am here to urge in their behalf your support and favor-
able action on the bill under discussion.

When I was growing up the problem was not only that medical and
therapeutic services were unavailable; the problem then was that they
really didn't know what to do to help the condition. Now we do. At
least, we know a great deal more.

We know that if we can reach disabled children earlier, we can
diminish the impact of their handicaps. And we know that those who
'suffer a combination of moderate to severe mental and physical handi-
caps require continuing and comprehensive medical, psychological,
vocational, social, and recreational services throughout. their lives.

The fact is that we know that the multi-handicapped adultt no mat-
ter where he lives, is nearly always without adequate medical care
and management.

Veryoften he has not had the benefit of a medical examination or
evaluation for years. Most such persons are also devoid of any mean-
ingful social, recreational, or work activity. It is these services that
UCPA would like to provide.

I would like to mention here that some of our affiliates have already
started some innovative programs. Some of our affiliates have gone
into what we call independent living: simple things such as how to
make change, how to dress, hygiene matters, how to take care of an
apartment. One of our affiliates has established an apartment where
severely handicapped cerebral palsied adults actually receive the
experience and training of taking care of and living in an apartment
as well as being host, and hostesses.

Another affiliate has gone into adult education to broaden life
experiences. They have become concerned with voting and have learned
the routine concerned with absentee ballots so that they can vote.
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In another State we have begun to utilize the life experiences of
these adults. They have been through it; they know what the score is.

In a rural area we have begun a "Be A Buddy" program so that
social development activities can be promoted on an mdividual basis.
This is going to follow the pattern of the Big Brother movement which
has been so successful in this country.

In March, we are going to have a national conference on Life Enrich-
ment of the Cerebral and Multiply Handicapped who are culturally
and socially deprived. This national conference is being financed
largely by SRS.

In Denver our sheltered workshop is indeed serving the severely
handicapped. I have never seen so many severely handicapped adults
as in our UCPA sheltered workshop in Denver.

IJCPA affiliate groups have identified the severely disabled teen-
ager and adult as a top priority target for services. Passage of S. 2846
would provide the essential support that would enable community
groups to begin a concentrated effort in this direction intsead of con-
tinuing the piecemeal approach they have had to utilize until now.

The greatness of our Nation has shown that we can go to the moon
and also address ourselves to the urgent problems of poverty, unem-
ployment, underemployment, education, housing and to the other
social and economic problems of minority groups.

Thus, it is consistent and appropriate for our Government to direct
the same concern to the problems of another minority group, the
severely disabled, the millions of Americans among us who aspire only
to be really a part of our society.

Thank you.
(The prepared statement of Mr. Weinrich follows,)

PREPARED STATEMENT OF ERNEST WEINRICH, M.S.W., ASSISTANT DIRECTOR, PRO-
FESSIONAL SERVICES DEPARTMENT, UNITED CEREBRAL PALSEY ASSOCIATIONS,
INO.

I inn Ernest Weinrich, assistant director, Professional Services Department for
the United Cerebral Palsy Associations. I appreciate this opportunity to express
to you my thoughts about the Development Disabilities Services and Facilities
Construction and Services Act, S. 2846, and what it could mean to the severely
handicapped adult.

It is evident that I have, cerebral palsy. But although I am handicapped, I
am one of the fortunatethe one C.P. out of seven who can get through life
without specialized services. And, I am also one of the 20 percent of the cerebral
palsied who is employed.

Because my handicaps are not severe, I have been able to take advantage of
opportunities that society accords its nonhandicapped members. I have received
training and experience as a social worker.

Now I use my education and experience to coordinate a national UCPA task
force concerned with promoting service programs for the non-working teen.-
tigers and adults and devising means for their delivery. In addition, it is my job
to interpret the needs and aspirations of disabled persons to those who are not
handicapped and to explain why those in the majority should heed the voice
of this special minority,

Today, I speak for the severely disabled. It would be better if they could
speak for themselves, and given the opportmity they can. But today I am their
spokesman and I am here to urge your support and favorable action on the
bill under discussion.

When I was growing up, the problem was not fib much that medical and
therapeutic services were unavailable. The problem then was that they really
didn't know what to do to ameliorate the condition.

But now, in 1969, we do know. We know that if we can reach disabled chil-
dren early enongh, we can significantly diminish the impact of their handicaps.

or I
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And we know that those who suffer a combination of moderate to severe mental
and physical handicaps require continuing anti comprehensive . . . medical,
psychological, vocational and recreation . . . services throughout their lives.

The fact is, that we know that the multihandicapped adult, no matter where
he lives, is nearly always without medical care and management. He has not
had the benefit of a medical examination or evaluation of his condition for
years. Most such persons are also devoid of any meaningful social, recreational
or work activity.

It is these resources and services UCPA would like to provide. And it is the
developmental disabilities bill that could provide immense assistance to groups
such as our own who are concerned with hardcore problems of adults with severe
multiple handicaps.

UCPA affiliate groups have identified the severely disabled teenager and adult
a top-priority target group for services. Passage of S. 2846 would provide the
essential support that would enable community groups to begin a concentrated
effort in this direction instead of continuing the piecemeal approach they have
had to utilize until now.

Our Nation, has recently begun to address itself to the urgent problems of
poverty, to unemployment, underemployment, education, housing, and to the
other social and economic problenth of minority groups. Thus, it is consistent and
appropriate for our Government to direct the same concern to the problems
of another minority groupthe millions of Americans among us who aspire only
to be useful members of our society.

Senator KENNEDY. Thank you very much, Mr, Weinrich. You paint
a very bleak picture about. programs for the severely handicapped
adult. Just what are these people doing today?

Mr. WEINIUCH. Unfortunately, the picture is almost; as bleak as
I have painted it. Many of them are at home doing nothing. .

We have had some opportimities among our various affiliates to try
new approaches. An outstanding one, perhaps, or an unusual one is
that one of our affiliates takes severely handicapped adults on trips
here to Washingtonas a matter of fact, all over the world.

Another affiliate is concentrating on the practical aspects of living,
communication, typing.

The interesting part of this is that most of these programs are not
in special facilities but we try to use what facilities are available in
the community: community centers, churches. We have homemaking
proirrams, cooking programs reading, writing, and arithmetic.

You will be amazed, Senator, at how many of our teenagers get
t hrough school and can't nse what they have leanied outskle. So we
are concentrating on those things which make teenagers and adults
able to function in society.

These are some of the things that are going on. We need more of
them.

Senator KENNDEY. Thank you. That is very helpful commentary,
very helpful testimony.

Mr. Messner. I would be interested in learnino. your reaction to the
statement of the Assistant Secretary for Legislation of HEW, Mr.
Black, that we are spending $585 million on mental retardation.

He oave a brief breakdown of that fioure in his testinumy. Wlmt is
your sense of priorities as to the way we ought to be spending those
funds?

Mr. MESSNER. Senator, I. too, would be interested in seeing a more
detailed breakdown of that $585 million be.canse I think we were told
that actually only about $20-some million is going through the chan-
nels of the Division of Mental Retardation.
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Obviously, the mentally retarded and others with developmental dis-
abilities do benefit from some of the programs that Mr. Black referred
to.

From our own rather narrow standpoint I would say that our people
benefit very little. About the only Federal program that some of the
adults Mr. Weinrich is describing benefit from is aid to the perma-
nently and totally disabled.

There are, of course, a, number of these individuals who are receiving
minimal support through this proffram. But for the most part these
individuals are not eligible for vocritional rehabilitation services; they
are not getting the benefit of many of the educational funds that mi-
doubtedly are included.

The revisions that will be made in the welfare program hopefully
will help. But I find it hard to see the $585 million.

I would like to say one thing further in this connection, I think. Mr.
Black did indicate that the broadening of the language used in the bill
would result in duplication with other services. That may be true in
some categories. I am not very familiar, for example, with what is
being done through the comprehensive mental health centers in various
communities.

He did mention the emotionally disturbed and mentally ill. Certain-
ly from the standpoint of the cerebral palsied2 whethe or not they are
mentally retarded, I can see very little possibility of duplication.

For example, services to crippled children were mentioned. It is
itrue that many ndividuals with cerebral palsy have been benefited by

services to crippled children but for the most part this has dealt only
with the motor aspects of their disability.

Also, these services cut off at age 21, so that again the adults who am
not eligible for vocational rehabilitation services cannot benefit here.

Again, I see very little possibility of duplicating other Federal and
State programs.

Senator ICENNEDY. In terms of the figures that are used in the pend-
ing legislation, which are based on our information of the existing
need, I wonder whether you would give us your reaction as to whether
they are too high or too low ?

Mr. MESS NER. You are talking about the figures on incidence?
Senator KENNEDY. The authorization figures. As a professional

concerned with this problem and aware of the dimensions and intent
of the legislation, can you give us your reaction to these kures?

Mr. MESSNER. I would say offhand that they seem minimal to do
the many, many things that have been identified here. As we listened,
for example, to the people involved with the university-affiliated fa-
cilities, I would expect that the entire $100 million the first year could
be utilized in that direction.

'We certainly know that there are great unmet needs in terms of fa-
cilities and not residential facilities 'for the developmentally disabled.

Mr. Weinrich mentioned the fact that we use a, variety of commun-
ity facilities. This has some beneficial aspects but it. also constitutes
a problem in many respects because of architectural barriers, because
of conflict with other groups who need to use these same facilities.

While we would be happy if the bill could be funded up to the
amounts indicated, I would say it would only be a beginning.
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Senator KENNEDY. Dr. Helsel, I know you are a geneticist. I wonder
if you can give us any information on the progress which has been
made in the field of research in this area ?

Dr. HELSEL.. In cerebral palsy, not much because it does not seem to
have a genetic base. In the field of mental retardation we are making
tremendous strides in this area.

However, I think I could contribute to our discussion here not
so much as a geneticist but as a parent. As I sat here this morning I
realized from personal experience what this fragmentation of diag-
nostic labeling can do.

We have a 23-year-old son who is very mildly mentally retarded-
but severely disabled physically. Early in our lives before psychologi-
cal tests were too accurate, it was decided that he was moderately
mentally retarded. He was placed in a community class for the men-
tally retarded, was doing very well, was happily adjusting, and making
good progress.

Unfortunately when review time came along they changed the
diagnostic label and. said, "No, he is not mentally retarded. You will
have to put him elsewhere. He really belongs in a public school. He
was transferred.

The public schools were not staffed or equipped to handle him. It
was a very disastrous experience for us.

I think this is the kind of experience that can occur in a community
in, a service area when you have to have the right label in order to fit
into a particular proomm.

Mr. MESSNER. Maf I suggest, Senator Kennedy, that in the broader
area of the research it would seem to me obviously there is still a great
deal that we don't know abont the causes of cerebral palsy and mental
retardation and other development disabilities.

However, I would submit that we know a lot more than we are
using. It would seem to me that one of the impacts of this bill would
be to put into use some of the research knowledge that has been gained
and is not being used at the present time.

Senator KENNEDY. I want to thank you all very much for coining.
It has been very helpful testimony.

Mr. MESSNER. Thank you.
Senator KENNEDY. It will be very useful to the committee.
Our final witness this morning will be the Reverend Damien

O'Shea of Westville Grove, N.J. Father Damien has a special interest
in the development of private facilities for the retarded. He is the
director of the St. John of God conuntmity services in Westville
Grove, N..T. Arnong his principal activities has been the devel-
opment of a special school program for training mentally retarded
children between the ages of 3 and 14.

Father O'Shea, we welcome you before the committee. You have a
statement. We can proceed in whatever way is most appropriate for
you. Yon may read your statement if ru wish, or you may summarize
it for the committee and inchule the entire statement in the record of
the hearings.
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STATEMENT OF REV. DAMIEN O'SHEA, 0.H., DIRECTOR, ST. JOHN
0.11., DIRECTOR, ST. JOHN OF GOD COMMUNITY SERVICES, WEST-
VILLE GROVE, NJ.; ACCOMPANIED BY LAWRENCE FIEDELMAN

Father O'SHEA. I would like to highlight some of the points of my
statement, presenting them from a different angle auud commenting on
parts of previous testimony submitted this morning.

Senator KENNEDY. Your statement will be included in the record.
You may proceed.

(The prepared statement of Reverend O'Shea follows:)

PREPARED STATEMENT BY REV. DAMIEN O'SHEA, 0.11, DIRECTOR, ST. JOHN OF GOD
COMMUNITY SERVICES, WESTVILLE GROVE, N.J.

Fr. D. O'Shea is particularly concerned with the plight of parents of mentally
retarded children requiring residential care who have no choice in the place-
ment of these offspring due to existing legislation and their inability to pay the
total cost of private residential care. It is his view that the position outlined
in the paper, "The Free Choice Principle in Care of the Mentally Retarded" by
Dr. Robert E. Cooke, John Hopkins UMversity School of Medicine, should be
adopted and incorporated into the above Act.

"My severely retarded child has been on the State residential waiting list for
the past three years and there is still no word about a vacancy."

"I visited my boy in a State residential center and came away on the verge of
a mental breakdown after seeing the overcrowded conditions, the dilapidated
buildings, the absence of qualified staff, the lack of organized educational and
recreational programs and the general air of apathy and surrender to the in-
evitability of prevailing conditions."

"I can't afford to send my child to a private place and it breaks my heart to
see her as a mere forgotten number in the wilderness of nonentities merely
existing in a large State institution."

"My child was in a lovely private place due to the State purchasing care there.
Now he has been taken out and is in a huge State institution. He is lost there
and I'm so depressed that this had to happen."

"I was advised that the quickest way of getting my boy who is mongoloid into
an institution for the retarded, was to have him placed in the local state mental
hospital. Now he is in there with old senile people for the past two years and
I can't get him transferred despite all my efforts,"

Viese are but a few of many hundreds of similar stories coming to our one
agency here. Multiplying them a hundredfold or a thousandfold would not ex-
haust similar human stories experienced in American daily lives.

Is there an answer to this dilemma? Can we walk on the moon and aim at
exploring other more distant planets and with our vast technological, scientific
and financial resources, are we, who represent the greatest nation on earth, pre-
pared to admit defeat in the challenge that mental retardation poses to us?

The implementation of Bill S. 2846 cited as the "Developmental Disabilities
Services and Facilities Construction Act of 1969" would be a very positive step
in the acceptance of this challenge.

"The mentally retarded may be the victims of fate, let them not be the victims
of our neglect. In all the fields of medical science there is no problem about which
ignorance is greater than the problem of mental retardation. It affects the chil-
dren of the rich and the poor, it transcends geographic boundaries, it does not
respect race, color or creed. It is the greatest national, social, cultural and edu-
cational problem in the country today."John F. Kennedy.

The number of retarded is more than double the combined figures of cerebral
palsy, poliomyelitis and rheumatic heart conditions.

There are 5,500,000 retarded in the United States. Over 200,000 alone in New
Jersey. Facilities for approximately 20,000 in New Jersey ; three out of every 100
babies born who are mentally retarded.

About 200,000 adults and children currently reside in 150 publie or State insti-
tutions for the retarded in the U.S. at a cost of $500,000,000 a year in operating
expense alone. This averages out at $1.00 per day per child which is about one-
eighth the amount spent for a day's general hospital care. Four states spent less
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than $4.00 per day in Ma In contrast five of the largest zoos a few years ago
were spending an average of $7.00 for their large animals.

Another 20,000 retarded reside in approximately 500 known private facilities,
Many thousands lie in mental institutions or approximately 10% of all residents
in public mental hospitals are retarded.

Over half the public institutions in this country house more than 1,000 resi-
dents per institution.

A triple problem confronts most public residential facilities; (1) Overcrowd.
ing, (2) Understaffing and (3) Under-financing.

(1) Overcrowding: Many institutions have a three year waiting list or longer.
Most institutionsalready overcrowdedwould have to expand by more than
25 per cent in order to elhninate their current waiting lists. Even if this could be
accomplished what about the more than 3,000 who are annually added to the
numbers requiring residential care.

(2) Understaffing About 11% of the 90,000 persons employed in public in-
stitutions are classified as professionals. Most of these are teachers and nurses.
The nurses are usually State registered nurses with little professional training
in the field of mental retardation. Fewer than 2% of all institutional personnel
are classified as psychiatrists, psychologists, social workers and speech thera-
pists. Attendants are the main executors of institutional progrants with responsi-
bilities ranging from being a substitute parent, janitor, record-keeper, part nurse,
part physical therapist, part psychologist and part educator. Though they are the
most important people in the lives of the institutionalized retarded, the vast
majority come with no relevant past experience. Many come with less than a
twelve grade education. A recent survey showed that in 16 States on the average,
20% of the attendants are replaced in a year. The high turnover is due to the
undoubtedly low standard and criteria of selection and the scarcely above poverty
salary scale they receive. Most attendants earn less than $350. per month. Many
earn far less.

(3) Usderfinalwing: The 1966-67 per diem costs over the country (excepting
Alaska which is $22.00) ran,e from $3.00$4.00. This contributes to the under-
staffing in relation to professional and non-professional persons. In many states
professional salaries have been so low as to attract no one of competence and
non-professional salaries for attendants in many areas are frequently below the
national poverty level. As a result in 1007 about 30% of all budgeted positions in
public residential facilities are now vacant

Adding to this bleak picture may be included the following defective points
which equally merit chapters to themselves

(a) Obsolete architectural and philosophical design of most institutions;
(b) Remoteness of institutions from urban settings ;
(c) Lack of a greater educational program for a generally unenlightened

community;
(a) Inertia. despondency and frustration by administrators and politi-

cians in not accepting the problem as a challenge and thereby ensuring re-
tarded persons their constitutional and inalienable rights ;

(e) Inability of the retarded to speak for themselves and too few with
the time or desire to champion this supposedly lost cause ;

(f) Blindly seeing the retarded as numbers, statistics and classifications
rather than as individual human beings and seeing their parents as persons
who could have been YOU or myself ;

(g) Equating the retarded person with a dollar and finding the dollar the
winner;

(h) Just as the Medicine Act of 1065 applies to so many health services,
is not the residential retarded person and parents entitled to a counterpart
service?;

(i) Shall the low and middle income group of parents be continued to he
depri (A of their earned rights and prerogatives in seeking after what is
better if not best for their retarded offspring in need of residential care ;

(j) The previously dogmatic statement that the large institution of a
1,000 beds or more can be operated more economically than the small per-
sonalized center of 50,100,150, or 200 beds, is already under siege as a fallacy
and rightly so;

(k) Surely it must be possible for us to profit from our own mistakes and
from tbe experience of others more qualified in the field especially in rela-
tion to the philosophy and methodology of the implementation of modern
and futuristic residential programs in Europe.

f
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May I briefly be permitted to give a resume of a program instituted by the
Brothers of St. John of God since arrival in the United States four years ago.
This program up to the present has been underwritten and sponsored by the
Diocese of Camden, New Jersey. While it is a private day school program rather
than a residential one, it conveys many progressive ideas and features that could
be equally applied and incorporated into a residential private program as is ad-
vocated here. It portrays a progressive and optimistic outlook, avails of the most
up-to-date means and materials and utilizes the seemingly infinite availability of
volunteers comprising doctors, psychologists, university professors and lecturers,
nurses, carpenters, plumbers, electricians, gardeners, typists, accountants, imiver-
sity and high school students, housewives and a host of other persons qualified in
a varying multiplicity of areas. Perhaps their involvement has been stimulated
by tlmir recognition of how little is being done in the total fiekl of mental re-
tardation, the vast amount that oain be accomplished and allied to the fact that
the Brothers ha ve the professional and practical experience a thirty years'
study and involvement in residential and day programs in Ireland, England,
Scotland, the Netherlands and Scandinavia.

A. Type of Program: Special day school for 90 trainable retarded pupils aged.
3-14 years open to children of all denominations and tuition free. Over 70% of
the pupils have Down's Syndrome (Mongoloidism).

(1.) Special Features of School: It is located on a 27 acre site allowing plenty
of room for expansion. Between the eight classrooms and cafeteria, gymatorium
and offices there are no steps. Ramps are utilized in order to facilitate pupils
with physical mobility problems and thereby allowing for the multi-handicapped
child. All classrooms are carpeted, larger than State requirements, the maximum
of light is used. Each classroom is completely self-contained equipmentwise with
plenty of closet space. Trapezoid and semi-circular tables, chairs, sliding black-
boards, visual aids are also adjusted to the height of the pupils within the differ-
not clanrooms. Off each classroom is a smaller room allowing for individualized
instruction, as for instance speech therapy. Toilets, baths and showers are ad-
justed to the pupils' size. A unique feature is the installation of one way Mirrors
off' every classroom allowing for observation by parents, students and visitors
and permitting tuning into classroom programs and taking of notes without chil-
dren being aware of observers. Also included is a fully equipped home economics
unit permitting cooking, table setting, clothes washing and drying, sewing, bed
making, hygiene and hair styling. Two Indoor and outdoor play areas including
a large gymatorium are added features as well as a conference library room,
predection center unit and a medical health suite.

(2.) An academicoccupational-social program Is stimulated from the earliest
years. Exposure to outside influences including ice skating, bowling, trips to zoo,
pony farm, museum and recreational centers are used to stinuilate emotimml.
maturational and social development. In each classroom, in addition to the
trained teacher there may be one, two or three volunteers. Some of these are re-
tired teachers, music or art instructors or housewives with patience, under-
standing, love and discipline. Sixty mothers of pupils operate on a rotational
basis in assisting the children at mealtime. Monthly educational meetings of par-
ents and friends are added to a regular classroom monthly meeting where the
school and the home is integrated into a joint approach toward benefiting the
pupil.

B. Medical Ilealtfi Program: This includes 20 medical doctors of different
specialties and 20 nurses who have volunteered in providing a comprehensive
medical health and sex education program for the pupils. The medical informa-
tion obtained iR designed in such a manner that it can be comimterized at a later
stage with a view to medical research into some of the catwes of mental retarda-
tion. The metacal health program includes liaison and participation where pos-
sible with hospitals, universities and research centers engaged in the field. An
additional objealve of the medical health program is to notify maternity units
of general hospitals so that the parents of newly born retarded children may be
informed of the prograzn including our special pre-school program.

C. Pre-Sch_ool Prognm (Satnrady morning session) At present 16 children
ranging in age from 3 weeks to 3 years participate in this program. This mainly
consists in stimulation of the child emphasizing the over riding importance of
early education as soon as possible. A specific program covering motor, sensory,
speech and social areas is designed for each child and implemented by an indi-
vidual counselor for each child. These volunteer counselors are mainly high
school and college students and the criteria include faithful regularity in at-
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tenthince, patience, understanding, adaptability, orginality and flexibility. Oper-
ating simultaneously with this section, is a group counseling program for the
parents of these children utilizing doctors, psychologists, teachers, clergymen of
all denominations and making available to them current helpful literature and
demonstrating equipment and techniques that can be used at home to supplement
the efforts of the counselors. A particular function is also to make them aware
of how to have their special children registered with the State. Should institu-
tionalization ever arise, the various private and public pre-school programs avail-
able and how and when to go about applying for.admission to such programs.

D. raeutional Habilitation Program: For pupils aged 15 years and upwards.
This is still in its embryonic stage where we have a number of business and pro-
fessional people instituting fund raising projects for a unit which will cost
8500,000 and also an endowment fund to ensure its operation.

E. Private Residential Program: For approximately 100-150 severely retarded
residents. This at present is 21 dream but may be rendered feasible and possible if
the free choice principle for parents is approved and implemented. Like others
who dream a dream we also echo thoselmmortal words :

"Some people look at things and ask themselves, why, Others look at things
that have never been and ask themselves WHY NOT."

REASONS FOR CONSIDERATION OF PASSAGE OF DILL S. 2846 (91ST. CONG., FIRST SESS.)
ESPECIALLY IN REIATION TO SECTION 130 (b).

In a spirit of optimism and faith in the intrinsic goodness and honesty of the
legislators of the most wonderful country of the world where life, liberty and the
pursuit of happiness is ingrained into the very fibre of the United States, I shall
now attempt to translate some of the ideas already expressed into some valid
reasons why the principle of free choice should be granted to parents whereby
they may have a choke of residential centers for their retarded children need-
ing such care and always allowing for adequate medical reasons justifying such
a placement.

(1) More or renovated State institutions will never supply the answer to the
ever increasing needs for residential care ;

(2) Large institutions are demoralizing in their impersonal nature.
(3) Increse of private non-profit residential centers and licensing conditions

of operation will increase the staudard of efficiency and care both at private
and State institutional levels ;

(4) Greater flexibility can be excerised by a private non-profit residential
center in relation to its proximity to an urban area, training and placement of
pupils in employment or sheltered workshops and utilizing the concepts of the
foster home, the hostel and half-way home.

(5) Small purpose residences can be developed to specialize in certain areas
i.e. mlucable or trainable retarded who may need residential care because of
family circumstances and yet are capable of limited work within the community;
unit specializing in the multi-handicapped resident; child development center;
general medical care unit; non medical special purpose unit.

(6) Association with university or research center may be rendered more
feasible through construction of local small private centers and, also facilitate
the training of personnel.

(7) A wide array of residential services needs to be devised if retarded per-
sons are to have quality care and treatmentthis necessitates the establishment
of more non-proflt private centers with high standards subject to inspection pe-
riodically and subsidized by State or Federal funds;

(8) The vast potential and availability of volunteers qualified in medical,
para-medical and non medical areas is much more feasible and practical within
the framework of a private non-profit residential center and assumes a more
comprehensive service at an astronomically lesser cost than an equivalent State
residential service. This already has been demonstrated in the educational pro-
gram operated by the Brothers of St. John of God in contradistinction to a local
public education board subsidized by the State.

CONCLUSION

The areas of mental retardation are so diverse, the needs are so great in pro-
viding an adequate service that every avenue should be pursued including grants
to assist public and private non-profit agencies in the construction and operation
of facilities for the provision of services to those persons affected by develop-
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mental disabilities. In providing such a comprehensive program the constitu-
tional rights of parents and their retarded children are best ensured. Therefore
the passage, approval and implementation of the Bill, S. 2846 incorporating the
principle of free choice of residential centers by parents and approved by com-
petent medical authority is hereby advocated.

Father O'SHEA. Senator, thank you for allowing me the privilege
of being here. The gentleman on my left is Mr. Lawrence Fiedelman,
a parent of a 2-year-old mentally retarded child who suffers from
Downs syndrome.

As a representative of a private nonprofit, nonsectarian program
fOr retarded persons I have come to advocate the passage and imple-
mentation of this bill entitled "Developmental Disabilities Services
and Facilities Constrnction Act of 1969," not only in relation to sub-
section (a) of section 130 but particularly with reference to subsec-
tion (b) of section 130 which states :

The purpose of this part is to make grants to assist. public and nonprofit agen-
cies in the construction of facilities for provision of services to persons affected
by developmental disability.

The program which I rePresent, St. John of God Community Serv-
ices, diocese of Camden, N.J., contains these characteristics in being
private nonprofit and it is also nonsectarian and in addition, it is a
tuition-free program.

The only criterion for admission to our program is that the pupil
is mentally retarded, that he may benefit from our services, and that a
vacancy exists.

Personally, I do not feel that a purely sectarian private program
should benefit by this act.

The role of the private nondenominational, nonprofit agency is not
to supplant or compete with Federal, State, or local authority pro-
grams but, rather, that it should supplement them in the provision
of services that are either totally lacking or very inadequate in
content.

This act stresses the development or implementing of a comprehen-
sive and continuing plan for meeting the current and future needs and
facilities for the provision of services to persons affected by develop-
mental disabilities.

First, I realize, and it was brought out here this morning, that de-
velopmental disabilities do not confine themselves to mental retarda-
tion. Nevertheless, it is with reference to this aspect I am here con-
cerned. As indicated in my submitted statement, mental retardation
is a multifaceted kaleidoscopic condition calling for a conglomeration
of interdisciplinary approaches to help alleviate it.

A. different level already mentioned this morning was prenatal care,
family planning. Certainly these are to be considered and the more re-
search into these areas, the better. But we are actually faced with chil-
dren here and now. Since this morning many retarded children have
been born. We are faced with infants, preschool children, school-
children, children at a vocational level, children who are retarded per-
sons in need of placement and retarded in need of residential care.

I believe the answer does not lie in State or private institutionaliza-
tion or residential care. The majority of retarded can. with education
and training, be fully or partially integrated into the community and
this must be our objective, utilizing the most modern and futuristic
means of rendering this possible.
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Though I describe it in my written statement, may I highlight a
few aspects of the school program operated by St. Jo lm of God Com-
munity Services?

It is a school for trainable retarded children with an IQ of 35 to 50.
Seventy-five percent of these children are mongokid children. They
range m age from 3 to 14 years.

May I answer why did we start this school for trainable retarded
children? We came over from Ireland where we specialize in this field
where we cared for over 2,000 children. We felt that the outlook over
here was quite favorable with respect to the educable retarded child
but very backward in relation to the trainable and the types of pro-
grams available for them.

Many of these programs are merely babysitting custodial types of
programs. We feel that the potential of trainable children is not fully
realized. For this reason we have concontrated on this type of child,
the trainable retarded child.

Our school designed for 90 to 100 children cost $500,000. We did
not receive 1 cent of State or Federal aid. The money was raised by
the diocese of Camden through subscriptions by people of all denomi-
nations since the program is open to children of all denominations.

It has special peculiar advanced characteristics. The physical char-
acteristics: All the classrooms are larger than the State requirement.
The classrooms are on a completely different level to the gymatorium,
the cafeteria, the offices, yet there are no steps in the school. Instead
of steps we have ramps so that if at some future shire we have classes
for the physically handicapped who are also retarded we would have
no problem within our school to accommodate such children. Each
classroom is completely self-contained.

We do not have to boyrow equipment from a central storeroom. Vis-
ual aids are in each classroom. There is plenty of closet space. Every
room is carpeted which is good in the education of these children,
doing away with the noise problem.

We have a small room off each class where we can do individual
work with the child, such as speech therapy. Also, off every chtssroom
is a one-way mirror where parents who are concerned about how their
children do at school can observe their children, where visitors can
observe our students without disturbing the activities within the
classroom.

All the furniture is designed for the height level of the children.
The toilets are equally designed. And it has a special home economics
unit which presents unique features in helping these children at home.

Our program is an occupational-educatmnal-social type of procr6ram.
We believe in exposing these children as much as possible to the

community. W ie believe in the value of things like ce skating and
bowling as a means of developing their coordination and also of devel-
oping their social lives.

Our children come from 36 different townships. In fact, one child, a
4-year-old child, travels 54 miles to our school every day and 54 miles
home. The transportation is provided by our Parents and Friends
Association.

Last year it cost us $15,000 to contract with a bus transportation
company for our children. This year we have bought two buses, hired
two drivers, two monitors. The total cost is provided by the activities
of our Parents and Friends Assoeiation.

38-191 0-70-13
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A. particular feature of our school is the use and introduction of
volunteers. In every classroom as well as having a teacher we may have
one, two, three, or four volunteers. Some ot these may be retired
schoolteachers, nurses, music instructors, arts and crafts instructors,
but basically the majority of them are parents, not parents of our re-
tarded children but parents who wish to help in some way, giving
perhaps 1 day a week to our program to the same class.

Some volunteers may give 3 days a week. Basically we would like
to give them 1 day a week to the same program. In this way we can
concentrate on each individual child who is in that class so that the
progress of the whole class is not held up by the backwardness of two
or three children. The volunteers receive no pay.

For some subjects all the children come together. For other sub-
jects they are broken down into small groups and it is here the volun-
teers prove their effectiveness..

In addition, we have a voluntary medical health program fnr our
school. Again, I think this is pretty unique. We have at least 20 doc-
tors and 20 nurses on a voluntary basis who are supplying a medical
help program to our school. The program they are supplymg I would
consider to be one of the finest in the country.

Again, it does not cost anybody a penny. Also, among our parents
and friends we have additional volunteers, carpenters, phunbers, elec-
tricians, painters, gardeners, typists, bricklayers, high school and col-
lege students. We utilize high school and college students very much
and in this way we are getting more and more of them interested in
perhaps pursuing careers in special education or in the nursing of
retarde d children.

Every month we have a monthly parents and friends meeting where
we have a gifted speaker and in addition we discuss some projects to
help our school.

Also, in addition, we have classroom meetings where the parents
meet with the teacher of that class and discuss what is being done and
how the parents can complement it at home.

We are as concerned about what the parents do with the children
for the 19 hours they have them at home as the parents should be con-
cerned with what we are doing with the children during the 5 hours
we have them at school. So we want to integrate the two approaches.

We can also discuss things like birthdays, whether they will he
celebrated in the classroom, whether we will take them to the animal
farm, to the circus, to the zoo or other places.

It involves the cooperation of parents acting as chaperones for these
educational and social outings.

Our school is full of what I may call "statues" but these are not
wooden statues like you see in churches. People ring us up occasionally
and they want to give us something in memory of somebody who has
died. It may be a husband, it may be a wife, it may be an active mem-
ber of some association. Usually they say, "IVe would like to give a
statue." I say, "Fine. How much -would you like to spend, $10, $15,
$50. or $100." sometimes going up to $500.

"Fine, we can get a lovely statue life-sized hand-carved before
which the kids could say their prayers."

But do you not think it would be a dust catcher? Would it not be of
greater benefit to give us some equipment to help the children?
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So in this way, we have overhead projectors, pianos, tractors, equip-
ment, for the kitchen, photostatic machines, typewriters, and so forth.
To use these are nmch more important and they contribute very much
to the education of the children and also are a help to the teachers.

I mentioned earlier that this comprehensive approach must also
be supplied to the infant and preschool retarded child. If such em-
phasis is placed on early education today, why must a retarded child
have to wait until he or she is 5 or 0 years of age before being received
into a State educational system?

Why must the parents of such children undergo the anguish of these
years in seeking and more oftentimes failing to find resources that
might help them in the motor area, sensory area, speech, social and
other maturational areas that are so underdeveloped in these cluldren ?

I believe that a factor that contributes to the incidence in residential
institutions is one where the parents despairing of any hope of help
eventually must have recourse to institutionalizing their child, some-
thing the parents do not wish to do, something that is not best for the
child, something that is increasing the citizens' taxes, something that
is unnecessary and a burden for the State.

A minimal but meagre answer is the role played by private, non-
profit and nonsectarian agencies. Here again, I must confine myself
to a few points elaborated upon in my written statement concermng
our preschool program.

As already mentioned, our regular school program is for children
age 3 to 14 but we have a preschool program ; it operates 1 day a week
on Saturday. It is for children ag,ed 3 weeks up to 3 years. In fact,
last Saturday we admitted a child 2 weeks old to our preschool
program.

In this program we have a counsellor for each child and a special
program designed for each child. Most of the counsellors are high
school girls, college students and some older people.

In reference to this, what can you do with a child so young? e
believe the answers can be found. In this instance I visited a very
large, very renowned children's hospital in Philadelphia, thinking I
might find the answers to some of our questions. Questions like what
are the different stages of development in the motor area, sensory area,
speech area, the social area of children?

hat level should be a child be at 4 weeks, 8 weeks, 12 weeks? What
are the next steps in the different areas?

Are we overlooking a step that is of vital importance ?
I was told some of these questions which I was asking were ques-

tions that this hospital specializing in children's care would not be
asking for another 10 years. Instead of receiving help from them
they are in the process of coming out next week to study our program.

But in addition to this program for the children, with a counselor
for each child, we also simultaneously operate a counseling program
for the parent, again utilizing doctors, nurses, social workers, admin-
istrators, persons from the local and State agencies, clergymen of all
denominations and also using films, audiovisual means, and making
available to them any literature that can be of help to them, literature
which they cannot get hold of themselves.

And basically, if parents receive cmmseling at this early age they
will not be faced with the many problems that will arise in later years.

To me this is the most essential part of this Preschool program.
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Just 3 weeks ago, a. famous surgeon in Philadelphia had a mongoloid
child. He was advised by a physician to put the child in an institution
because nothing could be offered at this particular stage. He heard
about our program, his child is now in it. Now he is very much
involved and intends to keep his child at home.

Senator KENNEDY. Father, please excuse me. I don't wish to inter-
rupt you, but I am running into a problem with the time schedule.
Your full testimony will be included in the record.

If you would perhaps summarize the rest of your testimony I would
like to ask a few questions, and then I am afraid I must go to the
Senate floor.

Father O'SHEA. Thank you, I shall summarize the rest.
Again, in reference to the school program, I believe much can be

done at the vocational level in strengthening the children's vocational
programs from the age of 15 since most programs are totally inade-
quate in this area today.

As a result of doing this, it would also prevent many of these
young adult retarded ending up in institutions. I did mention in our
report that a small percentage require residential care. Even this the
State cannot adequately provide as pointed out in the statement.
Institutions are overcrowcled, underfinanced, and have inadequate
staffmg. Archaic and dilapidated buildings abound.

May I again state that the role of the private nonprofit, nondanomi-
national residential center is to supplement and complement the tre-
mendous but very inadequate State residential program.

I do believe, however, that the act is defective in this respect in
that, it does not allow the freedom of choice to parents subject to
medical prognosis in the placement of their retarded children actually
requiring residential care.

My written statement elaborates on this point and offers a solution
in accepting the principles outlined in Robert E. Cooke's article
entitled "The Free Choice Principle in the Care of the Mentally
Retarded."

Apart from this point the act receives my unqualified approval and
I ardently support its passage and implementation.

Senator KENNEDY. Thank you very much, Father. You have given
us an excellent insight into the program in which you are so deeply
involved in New Jersey.

I must say that the program is extremely imaginative. It appears
to utilize every bit of local initiative, voluntarism, energies and ideas
that one can possibly imagine. You are to be commended for the leader-
ship you have provided, and the people in the community are to be
commended for their interest and their support.

I would like to ask you about your relationship with the State agency
in New Jersey. Are you in touch with them? Are they in touch with
you? Do you have any kind of communication or exchange?

Father OISHEA. Yes, I have been in touch with the State education
and department of institutions and agencies and there is a very cordial
understanding between us but, again, there are barriers, reasons why
they cannot assist us because there are so many demands at State and
local authority level that they must answer to before looking to the
needs of private centers like ours.

Senator KENNEDY. Of course, they include your effort in the total
planning program for the State, do they not ?
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Father O'SHEA. They are aware of it, they would like to include it.
But oftentimes it is not a question of including it. Sometimes the pro-
grams outside might be very inadequate. We might supply a program
that is better but the very fact that a program is being supplied at a
local authority level is sufficient as far as they are concerned. For
example, the question of residential care has been brought up here.
Many parents have come to us, whose children have been on the waiting
list for the past 3 years.

I know one recently where it was suggested by a Senator to parents
that the best way of getting their child into an institution for the
retarded was to admit -him to a State mental hospital. This child was
admitted to our State mental hospital and it has taken 2 years to get
him out of there into a State institution for retarded children.

Again, we have waiting lists, the State has a waiting list for State
resid.ential centers.

It also had a standby waiting list for parents who did not wish their
children to go into an institution at this stage but perhaps later as they
grew older. But the standby waiting list has been done away with. The
parent's child only goes on the waiting list when he or she feels their
child needs residential care and then this process of waiting 1, 2, 3 years
starts.

Senator KENNEDY. Do you wish to make any comments, Mr. Fie-
delman ?

Mr. FIEDELMAN. The only comment I do want to make is that this
type of program does give a parent hope and without it I feel that
most parents would have to eventually send their children to institu-
tions which does not make anything good for the family or the State.

I feel that the way out is to build up the educational facilities and
then we won't have to worry so much about our institutions.

Senator KENNEDY. I want to thank you both very much for your
appearance here and for your comments. They will be very useful to
the members of the committee. It is a very exciting program, and I am
grateful for your appearance.

During the course of the testimony by the administration witneses,
we received some helpful comments from Miss Doris Fraser on the
status of mental retardation programs in Massachusetts. Also with us
this morning is Mr. John F. ()Teary, the special counsel for health
affairs to Governor Sargent in the State. Mr. 'O'Leary had prepared a
statement on S. 2846 on behalf of Governor Sargent, and I had hoped
that Mr. O'Leary would be able to present the testimony this morning.
Unfortunately, because of our other commitments, the subcommittee
must now recess, but Mr. O'Leary has agreed to submit his prepared
statement for the record of these hearings, and I ask that it be printed
at this point.

(Mr. O'Leary's prepared statement follows:)

PREPARED STATEMENT OF JOHN F. O'LEARY, SPECIAL COUNSEL FOR FRANCIS W.
SARGENT, GOVERNOR, COMMONWEALTH OF MASSACHUSETTS

Mr. Chairman, Francis NV. Sargent, Governor of the Commonwealth of Mas-
sachusetts, has requested that I appear today in order to present his views on
this bill. I am John F. O'Leary, Special Counsel for Health Affairs to tlw
Governor.

Governor Sargent firmly supports the intent of S. 2846, "Developmental Dis-
abilities Services and Facilities Construction Act of 2969." It fills major gaps
currently existing in federal legislation through the new provisions which
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assure the state the esaential elements of continuing planning and inter-agency
program development support. The bill is laudable to the extent that it ties
together federal, state, local, public, and private agencies in a more integrated
approach to the delivery of essential human services for persons with develop-
mental disabilities.

TITLE AND PURPOSE

Title ISection 130 (page 2)
The title and purpose of this bill resolve the problem of stigma and narrow

categorization of persons by disability, yet protect those, who, by reason of
existing law, are now identified by category. The bill's major contribution is
the term "developmental disabilities" which clearly provides for multiply handi-
capped children and adults. Many youngsters who are now the recipients of
several labels by reason of their diverse handicaps, such as the blind, retarded,
epileptic, emotional disturbed child are not eligible for programs by reason of
statutory constraints at the Federal and State levels. Fragmented service, or
no service has unfortunately been the rule rather than the exception for .the
multiply handicapped. The proposed title and purpose will provide new intia-
tive to parents and practitioners to view the handicapped person in more unified
terms for both program development and administration. Fragmentation of
services for persons who are primarily physically handicapped yet function
as retarded through faulty social adaptation are fortunately included in the
new definition of "developmental disabilities." While this bill protects the high
priority needs of retarded persons, it also provides the states with sufficient
latitude to include a variety of developmental disabilities in its state plan
according to individual state structure and needs.

The comprehensive nature of this bill, both in definition and administrative
scope, reinforces reorganization efforts now underway in Massachusetts to mod-
ernize public administrative structures in dealing with multiply disabled per-
sons. An essential part of the modernization of state government in Massachu-
setts is the development of an integrated administrative and service delivery
system for the field of human services. Senate 2846 is consistent with the current
plans and activities in Massachusetts. Massachusetts has recognized the need for
formal planning and program coordination for the field of retardation and other
handicapping conditions at the executive level of government. Within the Office
of Planning and Program Coordination, at the executive level, we have a Bureau
of Retardation which coordinates the efforts of twelve state agencies for the
multiply handicapped retarded. We believe this Bureau to be the first of its kind
in the nation and it signifies Massaehusett's commitment to planning as an es-
sential prerequisite to the delivery of comprehensive care for multiply disabled
people.

We appreciate and support the flexibility given to the states in those provisions
which allow the state to determine the administrative structure for program
coordination and planning. The provision for continuing planning allocations is
long overdue. Recognizing that the nation is spending over 14 billion on health
care alone, with less than 3.4 million being spent on planning and program eval-
uation, suggests that we should strongly support the sections which would pro-
vide for block allocations to states to assure on-going planning capability,
program development, and needed construction. Continuing to pour money into
traditional fragmented approaches, without support for continual reassessment,
will not allow for the developmentthrough alternative approaches to re-
source allocationof new and more effective solutions to the problems of our
severely retarded and disabled.

With your indulgence, Mr. Chairman, I have some recommendations which
would modify the proposed provisions and some suggestions for new provisions.

STATE PLANS

First (pages 7 and 8)
S. 2846 should specify in an amendment to Title I, Section 134 that the state

authority designated to carry out the planning and supervision of the state plan
will 'have ultimate responsibility and approval power over the participation of
public and private agencies who apply for participation in the state plan.

Section 134(B) (2) should state that the role of the state agency should in-
clude the power to approve individual, public and private agency application for
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funds through this legislation and that their eligibility to receive funds is con-
tingent on their applications being consistent with the objectives and priorities
of the state plan.

We have found through experience in Massachusetts that an applicant who
is eligible to participate in many federal programs can circumvent state plans
because of the lack of approval power in any single state agency to assure con-
sistency with federally required state plans. The recommended new provisions
would be consistent with the new measures in the Intergovernmental Cooperation
Act of 1968 which requires state and regional review of grant applications.

STATE ALLOTMENTS

Second (page 3)

Section 132(a) (1)Criteria for Determining State Allotment (A, B, C)

Massachusetts is firmly committed to the use of the critcrion of "Extent of
Need" in determining the level of a state's allocation, as well as the criteria of
population (A) and financial need (C).

A general problem the state of Massachusetts finds in many federal programs
is, that the reimbursement formulae penalize rather than reward those states
that have expended great resources, and have built up a momentum and expecta-
tion for service. To the extent that Massachusetts is essentially industrial, urban,
and densely populated, it is essential that our unfinished businessthe elimina-
tion of pockets of extreme social deprivationbe given consideration in de-
termining the scope of federal criteria for documenting a state's need. 'We would
hope that the regulations take into account the continuing urbanization and the
concomitant problems it brings for service delivery. Most of our disabled people
live in densely populated sections of the central city, or in large state institutions
which all boo often may be the remnant slums of former generations.

PAYMENTS TO THE STATES FOR PLANNING AND SERVICES

Third (page 17)
Section 137 (b)

The inclusion of the private sector in determining the level of state expenditures
is a laudable public policy development. This provision will enable the federal and
state governments to have a more realistk appraisal of the actual expenditures
and benefits derived from both public and private investment policies for develop-
mental disabilities.

The bill should, however, specifically permit a non-public applicant, who has
been approved, to be a direct recipient of such federal funds. Such a provision
would be vital for us in Massachusetts because of a restriction in our state
constitution which prevents the allocation of public funds to private agencies.

CON STRUCTION, DEM ON STRATIO N , AND TRAINING GRANTS FOR UNIVERSITY-AFFILIATED
MENTAL RETAMYTION FACILITIES

Title 11Section 201 (p.22 of bill)
We applaud the broadening of the training base in Section 202 from "elinical"

to "interdisciplinary training." The major thrust in manpower development in
the next decades must reflect our recognition that the physically and mentally
disabled require training, prevocational and vocational skills, and new educa-
tional approaches in close collaboration with the clinician. However, we will
attract and hold a manpower pool capable of meeting the range of service needs
of handicapped people to the extent that we involve the college student who is
committed to human services training, as a meaningful member of the interdis-
ciplinary training team.

MAINTENANCE OF EFFORT

(Page 25)

We strongly recommend that Section 126 should include a provision that the
Secrethry consult the state planning authority prior to approving any grants
under Title II in order to assure that such applications are not inconsistent with
obligations and commitments in the state plan.
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On behalf of the many interested public and private organizations in the Com-
monwealth, I thank you for this opportunity to share with you the concerns and
hopes of the Governor for achieving necessary and satisfactory federal legisla-
tion in this most critical area of human need.

Both Miss Doris S. Fraser, Director of the Bureau of Retardation and I will
be pleased to answer questions of you, Mr. Chairman, and the Committee Mem-
bers, if you so desire.

The subcommittee will stand in recess until 9:30 tomorrow morning.
(Whereupon, at 12 :55 p.m. the subcommittee recessed, to reconvene

at 9 :30 a.m. Tuesday, November 11, 1969.)
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The subcommittee met at 9 :30 a.m., pursuant to recess, in room 4232,
New Senate Office Building, Senator Edward M. Kennedy presiding
pro tempore.

Present : Senator Kennedy presiding pro tempore.
Committee staff members present : Robert 0. Harris, staff director;

James Babin, professional staff member to the subcommittee; and Jay
B. Cutler, minority counsel to the subcommittee.

Senator KENNEDY. The subcommittee will come to order.
This morning, the Senate Subcommittee on Health concludes its

hearings on pending legislative proposals in the area of mental re-
tardation and other developmental disabilities.

The principal bill before the subcommittee is S. 2846, "The Devel-
opmental Disabilities Services and Facilities Construction Act of
1969," which I introduced in the Senate in August, and which is co-
sponsored by Senators Yarborough, Williams of New Jersey, Nelson,
Mondale, Eagleton, Cranst on, Hart, a lid Javits.

When the hearings opened yesterday, the first witnesses to testify
were four representatives of the Department of Health? Education, add
Welfare, who presented the views of the Administration with respect
to S. 2846.

Although there is not yet an administration bill before the subcom-
mittee, it is my understanding that such legislation is being prepared
and will be introduced during the coming week.

It is my hope, therefore, that once these hearings are completed, the
subcommittee will be able to act on this important legislation at the
ea Hest opportunity.

In essence, Assistant Secretary Black and the other representatives
of the administration raised three principal issues at yesterday's hear-
ing in connection with the pending legislation. They pointed to the
large amounts currently being expended by the Federal Government
on other programs for the retarded and they said that the financial
commitment in the pending bill should be sharply cut back. They urged
us not to expand the proaram to include other developmental disabili-
ties, but to continue to Emit the program to those who are mentally
retarded. In addition, they urged us to adopt a project grant approach
for dispensing Federal funds, rather than the formula grant approach
proposed in S. 2846.

(195)
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A number of other witnesses at yesterday's hearing challenged the
views of the administration, and emphasized the serious need to expand
the scope and level of spending of our current programs.

Today, we will continue to explore these issues, with special focus
on the adequacy of the existing Federal legislation. Several distin-
guished representatives of national organizations will speak of their
deep concern for the need to stimulate greater participation by Fed-
eral, State, and local governments in this sensitive and neglected area.

In addition, Dr. Robert E. Cooke of Johns Hopkins Hospital will
present a brief demonstration of the progressive approaches that
have been deyeloped under the current program of Federal support
for university-affiliated facilities for the retarded.

Our first witnesses this morning will be two representatives of the
National Association for Retarded Children. I am pleased to welcome
you, Mr. Hayes and Dr. Boggs.

Mr. Hayes retired 2 years ago as president of CBS Radio, and
he is now devoting his full time to the activities of the National
Association for Retierded Children. He has bad extensive experience
on the Hill before the Subcommittee on Communications, and I am
delighted to welcome him today in what I understand is his first
appearance before the Subcommittee on Health.

Dr. Boggs is also well qualified to testify on mental retardation. She
was appointed by President Eisenhower to the President's National
Committee for the 1960 White House Conference on Children and
Youth. In 1961, she was appointed by President Kennedy to the Presi-
dent's Panel on Mental Retardation. She has had extensive experience
in planning for the prevention and care of the retarded, and we look
forward to her testimony this morning.

Mr. Hayes, if you would like to make an opening statement we
will ibe glad to receive it.

STATEMENT OF ARTHUR HULL HAYES, SENIOR VICE PRESIDENT,
NATIONAL ASSOCIATION FOR RETARDED CHILDREN; ACCOM-
PANIED BY ELIZABETH M. BOGGS, PH. D., CHAIRMAN, GOVERN-
MENTAL AFFAIRS COMMITTEE, NATIONAL ASSOCIATION FOR
RETARDED CHILDREN

Mr. Hxyrs. Mr. Chairman, members of tbe subcommittee, my name
is Arthur Hull Hayes, senior vice president of the National Associa-
tion for Retarded Children, and a parent. Accompanying me this
morning is Dr. Elizabeth Boggs, a past president of NARC and the
chairman of our Governmental Affairs Committee.

.At.the outset, may I express the sincere appreciation of our orga-
inzation for the opportunity to appear before you today.

I would also like to express, on behalf of our membership, our
heartfelt gratitude for your interest, your support und your leader-
ship in the advancement of the cause of the retarded and tile otherwise
developmentally disabled.

Dr. Boggs will explain in detail our association's position on the
provisions of S. 2846, and there is no one better than she to deal with
both the theoretical and the substantive nature of this legislation, but
I would like to take a little bit of the time allotted to us to tell you
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and your distinguished committee something about the National Asso-
ciation for Ret arded Children.

NARC is kss than 20 years old, Mr. Chairman. When NARC was
organized, there had been little Federal activity in behalf of the
retarded. Thanks to our friends in Congress, support was slowly
built up during the 1950's and it has been only in this present decade
that concerted Federal support for a range of necessary programs for
the handicapped has become evident.

The NARC is a private, voluntary organization, composed of the
parents and friends of the retarded. Our cause can best be summed up,
I suppose in our sloganwhich is emblazoned on our letterhead, over
our office door, andmost importantly in our hearts"The Retarded
Can Be Helped."

We number about a quarter of a million members and are organized
into 1,375 State and local units, distributed in every State of the
Union and on several military outposts overseas.

In our more reflective moments, we like to think of ourselves as
ia testimonial to the power of citizen nvolvement and concern.

We are parents * * * we are friends * * * neighbors * * *
munity leaders * * professionals * * * most of all, we are individ-
uals, galvanized by the plight of those who cannot help themselves
motivated by the agonizing recognition of the needs of the retarded,'
as well as of those who love them.

There were only 40 parents who began what is now NARC. They
had all been devastated by the tragedy of disability, but were all
determined that somewhere, somehow, there must be an avenue of
hope for their children, and, through their children, for the millions
of others like them.

America was, and to some extent, still is a country which responds
to little boys and pet shops, little girls and paper dolls and Pigtails.

The tragic anomaly of a handicapped child was not the su-bject of
conversation and certainly not the subject of community concern.

Yet, Mr. Chairman, there are 6 million retarded children and adults
in this country today.

Gradually, through dedication and work, our goals and accompBsh-
ments became better defined and visible. Gradually, patterns emerged,
innovation was encouraged, efforts were joined in the grand march
toward prevention, cure and care of the retarded and, perhaps as im-
portant, public awareness of the magnitude of the problem of
ret ardati on.

You have received documentation and will, from Dr. Boggs, receive
additional information regarding both the accomplishments and the
need for expansion and improvement of Public Law 88-164.

May it suffice at this point to say that this recognition of the needs
of the retarded on the part of the Congress was a most significant
milestone in the fight against mental retardation during these past
years.

Public Law 88-161, a major piece of 'legislation providing facilities
for the retarded, was passed unanimously in 1963 by the 88th Con-
gress, following President Kennedy's historic message on mental
retardation and mental hearth. This bill, as amended, expires June 30,
1970. This act was a milestone.
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Now is the time, we feel, Mr. Chairman, to look at this legislation

as precisely that: A. milestone, that now is the time to go on further
up the road to the next big Milestone, the next "giant leap" into the
future for the 'developmentally disabled.We view S. 2846 as providing just such a forward leap and we, as
volunteers, as friends, as professionals, as parents and most impor-
tantly, as an organization devoted to the disabled, thank this com-
mittee for its leadership and express our deep gratitude for your
insight into the dimension of our problem.In summary, Mr. Chairman, we view your legislation as a crucialstep in the fulfillment of our goals, as set forth in our bylaws.With your permission, I will quote :To promote the general welfare Of the mentally retarded of all ages

everywhere . . .
To further the advanCement 'of all ameliorative

and preventive study, research,
and therapy . . .

To develop a better understanding of the problem by the public . . .
To further the training and edtication ofpersonnel . . .
To encourage the formation of parents' groups and to coordinate their efforts

and activities . . .
To advise and laid parents in the solution of their problems . . .
To serve us a clearinghouse

for gathering and disseminating infornia-
tion .

This legislation will help immeasurably to reach these goals and
will give the force of law to the principle that every disabled individ-ualregardless of age, color, creed or condition of disabilityhas a
right to be understood * * * to be respected * * * and to be helped.

With your guidance and leadership, we are coming closer andcloser
to this goal.

Now, Mr. 'Chairman, may I introduce to the subcommittee
although I um sure she needs no introductionmy

colleague
Mrs. Fitzhugh W. Boggs.

Dr. Elizabeth Boggs is one of the founders of NARC and has been
active in State and national affairs ever since. She was our first woman
president in 1958-60.

Although her professional training is in the field of mathematical
chemistry, she has been a full-time volunteer in health, education,
and welfare for the past 15 years, and is internationally known for her
grasp of the legislative aspects of mental

retardation. It is an honor
and a privilege for me to introduce her to this subcommittee.Senator KENNEDY. Thank you very much, Mr. Hayes. This is a
very helpful commentary. I Just want to express my own personalappreciation for your comments.I know this is a personal point of view but both President JohnKennedy and Senator Robert Kennedy made your acquaintance over a
period of years.

I want to exprocs my own appreciation 'for your appearance here
and for your greatcommitment to this wholeprogram. We appreciateyour statement this morning.

Mr. HAYES. Thank you very much, Senator Kennedy.Senator KENNEDY. Dr. Boggs.Dr. B000s, Mr. Chairman, we have prepared a statement for the
record. With your permission, we would like to submit it I will speak
to portions of it in order to permit maximum use of the time.

.7.4
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Senator KENNEDY. That is fine. Your prepared statement will be
muted in its entirety in the record. You may proceed to summarize
it.

(The prepared statement referred to follOWS:)

PREPARED STATEMENT SUBMIITED BY ARTHUR HELL HAYES FOR me NATIONAL
ASSOCIATION FOR RETARDED CHILDREN

The National Asso elation for Retarded Children wishes to record itS enthusi-
astic endorsement of both title's of S. 2846the Developmental Disabilities Serv-
ices and Facilities Construttion Act of 1909. We wish to Commend the sponsors
of this legislation for their initiative and their foresight In proposing legislation
which addresses itself to very real problems, bdth human and administrative,
in a manner compatible with the shape of the seventies.

As you know, our Association, despite its name, is devoted to promoting the
well-being of mentally retarded persons of all ages, and all degrees of retanlation,
however caused. It has been estimated that there are nearly 200 distinguishable
causes of mental retardation ranging from organic deficits common to all socio-
economic stratasuch as inborn errors of metabolism, congenital malformations
of the central nervous-system, birth injuries, Rh disease, and certain diseases
of childhood, such as measles and whooping coughto causes associated particu-
laçiy with disadvantaging environments, such as inadequate pre-natal and peri-
natal care, malnutrition, and lead poisoning. The dingnosis is important, but the
needs of the retarded for services and facilities derives primarly from two charac-
teristics common to most of those we call retarded regardless of cause : (1)
impaired intellectual development with an associated reduction in ability to cope
with ordinary life situations (school demands, work, self-management) and (2)
long-term handicap originating early in the life and extending throughout life, in
greater or less degree.

TEE SPECIAL NEEDS OF THE DEVELOPMENTALLY DISABLED

Many of the retarded have other handicaps as well, for example cerebral
palsy and epilepsy. The retarded with multiple handicaps need attention to all
their problems, physical and mental. This has made us acutely aware of the
deficiencies in the array of services needed by persons with other handicaps which
share the characteristic chronicity mentioned above.

Even those with normal intelligence who have severe physical handicaps dating
from earliest childhood have on-going difficulties which are distinct from those
whose disabilities are acquired in adult life. The seriously cerebral palsied child,
the child who is congenitally deaf or blind, the child with muscular dystrophy
becomes an adult whose life has been inescapably altered by his experience of
disability during the developmental years. Not only is the learning process
inevitably affected, but his entry into the adult world of work and family and
social life is different and much more diffcult, if it is possible at all. As he ages
the developmentally disabled person whether mentally retarded or physically
handicapped is less likely than an adult disabled later in life to have the comfort
and support of spouse and children and less likely to have an income adequate
to his needs.

This Senate Committee has during the past decade brought forth legislation
of enormous benefit to the handicapped. The provisions for education of the handi-
capped developed since 1965, the recent modifications of the Vocational Rehabili-
tation Act, and the greater priority to construction of rehabilitation facilities have
been especially significant, but, by and large, these programs gravitate toward
short-term solutions, for those pupils or clients or patients who are considered
to "profit most," who can be trained or treated and then discharged as self-suffi-
cient within a limited period of time.

These advances and this objective are important and have been vigorously
supported and promoted by our Association. Nevertheless we in NAM cannot
overlook the fact that there are children who are still excluded from public
schools because of the severity of their retardation, young adults denied the
benefits of rehabilitation at public expense because it is though it will not make
them employable within two years or less, and older retardates who are placed
in residential institutions of doubtful quality because the necessary supportive
services in the community are not available. We are also aware that the severely
disabled but mentally alert child or adult who does need a specialized living
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environment may be denied even that to which the retarded are entitled under
State law.

For the most destitute of the adults disabled in childhood and for those deprived
of previous support from an employed parent, government does provide minimal
"income maintenance" under public assistance and social security, but the
resources, the services which could maximize their human condition are often
not there, for love or money. This is true of medical resources ; it is even more
true of non-medical resources. It is true for those from welltodo families as well
ns for those on "welfare," and it is even more true for that large but mostly
unstudied group who have very modest means but are not indigent.

It should be noted that Congress has an inclinatir on to define programs so as to
bring limited benefits to the largest number of people. Even "medicare" will not
cover a continuous stay of more than 100 days in an "extended care" facility ;
"maximum benefit" is a polite phrase for easing children out of a State crippled
children's program after the most dramatic part of their treatment is over,
leaving parents to face the long haul by themselves ; the seriously disabled may
have "up to 18 months" of evaluation (by grace of the Sectetary) under vocational
rehabilitation ; and, even in this Committee, federal stimulation of long.term
sheltered employment opportunities for these same people has been much talked
of but never acted upon. The present Mental Retardation Facilities Construction
and Staffing Act follows suit, for its federal assistance for staffing any facility
must decline rapidly and terminate entirely within 51 months.

RELATION OF DDEIFCA TO OTHER PROURAMS FOR THE HANDICAPPED

The victims of all these subtle and not-so-sobtle discriminations are most often
those with serious lifetime disabilities. It is to them, to Wuit Ut need ;:ti iiave
not received from other programs, important as they are, that we believe you
are primarily directing this new imaginative piece of legislation. 'We see this
as an intersticial billa bill whose benefits should flow around and between
existing programs, filling both the large gaps and the smaller crevices which
divide the major elements of the present system of federal aid to States and
comniunities in meeting the needs of handicapped children and adults. The De-
velopmental Disabilities Services and Facilities Act of 1900 should supplement
and enhanceand certainly not duplicatesuch programs as those now author-
ized under Title V of the Social Security Act (Maternal and Child Health and
Crippled Children), under Title VI (Education of the Handicapped) of the Ele-
mentary and Secondary Education Act, under the Partnership for Health and
Vocational Rehabilitation and Medical Facilities Construction Acts, or under
programs of social services to welfare recipients. It will be necessary to conserve
the resources of the new program to focus maximally on those problems of handi-
capped children and adults which have fallen between the boundaries of existing
programs. Surely the history of this bill will show that that is your intent.

The machinery for coordination and planning that the bill provides and sub-
sidizes should, under appropriate guidance from HEW, help to complete the jig
saw puzzle of "comprehensive" planning at the level of greatest critical responsi-
bility, in State government. The bill also assures (through its stipulations for
a National Advisory Council) that voices from the State level, as well as those
of "consumers" will be heard in a coherent way by the Secretary. These provisions
should strengthen communication among interested parties at all levels.

THE DEVELOPMENTALLY DISADLED-wHO ARE THEY?

Our best information about those with disabilities originating in childhood
which continue into adult life can be found in the da ta gathered over the years
by the Social Security Administration relative to its socalled adult disabled
child beneficiaries. Although we would not wish to limit eligibility for service
under S. 2846 to those whose disability is severe enough to meet the Social Secu-
rity test of disablement, we do believe that those meeting the intent of the defini-
tion of developmental disability in Section 102 of the bill (amending Section 401
of the Act) will have many comparable characteristics. In terms of the recent
Social Security Survey of Disabled Adults we see S. 2840 targeted on adults who
are, and children who are likely to become, either "severely disabled" or "occupa-
tionally disabled," with less attention to t hose who have or will have a "secondary
work limitation." In mental retardation lingo, the functional definition of con-
tinued impairment and "substantial" handicap must subsume most of the mod-
erately, severely and profoundly retarded, and a significant subgroup of the
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mildly retarded. On the other hand, those young people who are classified (or mis-
classified) as "educable" in school and who are among those who "disappear"
from the ranks of the retarded by becoming socially and economically viable
adults on leaving school are not primary beneficiaries of this bill although they
will continue to need the best efforts of special educators and of vocational re-
habilitation and manpower personnel.

By the end of this year about a quarter of a million adults will be receiving
"adult child's benefits" under Social Security. Of these about two-thirds or more
than 160,000, are mentally retarded, with or without another neurological im-
pairment. Some 15 per cent are epileptic or cerebral palsied, with or without re-
to.rdation. Psychoses of childhood and adolescence account for another nine per
cent. Altogether these disorders account for more than 80 percent of the total.
Sensory disorders, polio crippling and a variety of other diagnoses account for
less than 1.5 per cent each. Although the Social Security sample is not a "ran-
dom" one, since beneficiaries are only Identified on the death, retirement, or
dimblement of the supporting parent, there is reason to believe that this composi-
tion of the group is typical of all similarly disabled persons, as is the finding
that more than 85 per cent have a (Usability originating before their first birth-
day, a figure that rises to 90 percent by age six. About 28 per cent are in institu-
tions. This figure should probably be adjusted downward to 25 or 26 percent for
the adult disabled group as a whole to compensate for the higher average age
of the beneficiary group.

It is of some interest to note that in one year (1965) when some 14,000 adults
with mental retardation, cerebral palsy or epilepsy were awarded childhood dis-
ability allowances for the first time, there were also awarded workers' disability
benefits to some 4,000 adults with the same set of disorders, indicating that this
litnnher had managed-to secure enough quarters of covered employment to qualify
for benefits on their own account. Of these some 1,600 were retarded.

Combining a variety of data we estimate that there may be as many as 3.5
million developmentally disabled adults and between three and four million
children.

On the basis of the foregoing data it seems reasonable to assume that, of the
group to which 5.2846 is directed, about two-thirds are retarded and almost all
the rest have neurological disorders or severe mental illnesses originating in
childhood with poor prognosis for recovery.

This latter group includes the typical cases of "infantile autism." Like the
retarded, these children and adults do not fit the "model" to which most mental
health services in this country are addressed. Their needs are as much educa-
tional and social as medical, and even in community mental health centers they
are likely to be given low priority because they (10 not meet the expectations of
response to reatment associated with the typical emotionally disturbed child or
adult. Their needs are more akin to those of neurologically impaired children and
adults. And a functional definition, such as that incorporated in S. 2846, should
be permitted to include them, where the State plan so specifies. In this connec-
tion it may be noted that an expert conference convened by the National Associa-
tion for Mental Heat lh in February 1968 to consider the needs of this type of
child, often looked upon as the stepchild of psychiatry, came up with a firm rec-
ommendation that handicapped children should be grouped, program-wise, ac-
conling to their training and treatment needs rather than by diagnostic label.
This basic thought is implicit in S. 2846.

PROTECTION OF INTERESTS OF TIIE MENTALLY RETARDED IN EL 2846

We note that Section 134 (b) (4) of the bill specifies that the State plan must :
"(A) provide for the furnisliing of a range of services and facilities for per-

sons with developmental disabilities associated with mental retardation, (B)
specify the other categories of developmental disabilities which will be included
in the State plan, and (C) desscribe the quality, extent and scope of such services
as will be provided to persons with mental retardation and other developmental
disabili ties ;"

We .understand this to mean that the State plan must include provisions for
the retarded and may include or phase in services to others with developmental
disabilities other than retardation. We believe, that in light of present circum-
stances this proviso is only fair and realistic. The legislation which this Act wial
replace is limited to the retarded. Their interests should be protected in any
broadening of the group to be covered. Moreover, as a practical matter, it will
be imposssible for the States to revise their existing State comprehensive mental

-
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retardation plans for fiscal 1971 in time to implement the new legislation in a
meaningful way. This thought should also reassure the federal agencies, which
are called upon by the bill to promulgate applicable regulations by March 1, 1970.
We believe the Congress should expect that, for example, the State Construction
plans required under the Act for 1971 should conform with what might have
been required under Part C of the expiring legislation, with significant changes
becoming apparent in 1972.

In connection with the anticipated phasing in of additional categories of the
developmentally disabled under the State's own time table in accordance with
the option offered in Section 134(b) (4), we wish to speak approvingly of the
provision in Section 132 (a) (2) which would require the Secretary to take some
cognizance (in his formala for allotment to the States) of the inclusion or exclu-
sion in any State's plan of persons other than the retarded. In view of the data
cited above indicating that about two-Ithirds of the developmentally disabled are
retarded, we would expect that the Secretary would augment any State's allot-
ment by an amount up to 50 per cent additional when, and to the extent that it
encompasses a range of services to eligible persons who are not retarded.

This provision means that a State does not have to penalize its retarded citi-
zens by trying to stretch its allotment to cover more disabilities. The provision
thus offers an incentive in the right direction.

On the other hand, this provision could work a serious hardship on all con-
cerned if the President and Congress do not provide sufficient additional funds
so that the allotments are not only proportionally (to others) but absolutely
enlarged as the scope increases. If appropriations are not provided in 1972, and
thereafter, to cover increased activity projected by the States as well as the
increment which should be expected in funds for mental retardation alone, then
we would expect the Secretary to exercise powers available to him under Section
139 to limit the "categories of persons for whom such services may be provided"
so that expansion to new categories does not take place at tbe expense of those
already covered.

MOVING INTO THE SEVENTIES-MAJOR ADVANCES IN S. 2840

S. 2846 reposes more trust and discretion in State administration than does
PL 88-164; whereas the provisions of the present Act delineate specific solutions
to one presupposed problem (the need Thr specialized facilities for the retarded),
the Kennedy-Yarborough bill describes a problem area and invites the States to
propose within broad guidelines, solutions which are zuost adapted to the mani-
fest needs and to the context of existing programs within each State. Such lati-
tude would have been premature in 1963, when the mental retardation legislation
(to which S. 2846 provides a successor) was enacted ; we believe, however, that it
is not only timely but fitting as we approach the seventies. Thanks to intense
State planning activity in mental retardation in the past five years with federal
assistance, and to the growing public understanding and voluntary agency activ-
ity on behalf of the handicapped, States and communities are now ready to
respond to this kind of federal incentive. The State comprehensive planning in
mental retardation, when considered in conjunction with the State planning
required and stimulated by other State federal programs referred to earlier,
constitutes an adequate point of departure for the broadened target group con-
templated in this S. 2846.

Other provisions which we applaud as improvements over the present Act
include:

1. greater latitude to the States to determine their own priorities within
a single grant for planning, evaluation, administration, services, and con-
struction ;

2. option to the States to utilize several State agencies in administering
the funds in accordance with a comprehensive State plan ;

3. A plan more responsive and less artificial reallotment provision ;
4. the requirement that the State Advisory Council submit subsequent

revisions of the State plan, thus preventing the by-passing of this body;
5. requirement that there be some State financial contribution to the

implementation of the plan, and some limit on the extent to which local
or private funds may be substituted for the State share ;

6. a federal share of 80 per centcomparable to that for Vocational
Rehabilitation and for certain social services to welfare recipientsand
amply justifiable considering the very considerable effort now being put
forth by States in this field without federal aid, and effort which the bill
specifies shall be maintained ;

4rTIC Q
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7. provision permitting combining funds available under this Act with
other State and federal funds for complementary purposes. We see this as
a means to mitigating inter-agency rivalry and increasing effident coordi-
nation of related activities. It speaks to the concept cited earlier, of this
bill as filling vacant interstices rather than creating new enclaves. It will
serve those States which organize their mental retardation services in
tandem with mental health without forcing this pattern on all States ;

S. the requirement that States give special consideration to areas of
urban and rural poverty in its priorities and through special financial and
technical assistance. We also believe tlmt these areas should receive more
favorable federal matching for construction. A provision such as proposed
in S. 2523 (which would be applicable to both mental health centers and
facilities for the developmentally disabled) is strongly indicated;

9. the requirement that the State devise methods to assess its own effec-
tiveness and accomplishment in meeting the needs of its developmentally
disabled citizens ;

10. tha substitution of the concept of "seriices" in the most appropriate
setting for the concept of "staffing a facility" and the express inclusion
within this definition of a number of important services heretofore not
given express sanction for federal support in this context. We hope that
the Secretary will make sure that "a range of services" includes improvement
and diversification of both residential and nonresidential services at all age
levels.

UNIVERSITY-AFFILIATED FACILITIES

Finally we want to give warmest endorsement to Title II-with its extension
and various changes in Part B of the Mental Retardation Facilities Construction
Act. The concept of a university-affiliated facility for those with neurological
handicaps, to be used as the focal point of an interdisciplinary professional train-
ing program was sufficiently innovative as its introduction to generate some
resistance. We believe that this will turn to acceptance and enthusiasm as the
"products" of these centers become more visible and useful to us all. In any
case we believe it would be not only unfair but very wasteful to defer further
(or refuse) funding to the dozen or more universities which in good faith began
planning three and four years ago to implement an idea which was being espoused
and promoted nationally. The fate of these carefully prepared but still unfunded
projects hangs on S. 2840. We ourselves see these facilities as most important
pace setters as well as sources of much needed expertise and personnel. We
believe that every major population center 'should be 'within 100 miles of such a
university-affiliated program and hope the Congress will eventually see fit to
permit all areas of the country to share in the benefits of this proximity.

We are deeply grateful for the attention given this subject by the Committee,
and warmly appreciative of your special contributions, Mr. Chairman, to what
we are sure will be its success.

COMPARISON OF 1969 AND 1970 BUDGETS FOR THE DIVISION OF MENTAL RETARDATION

[In millions)

Budget as it appears in
appropriations documents Budget corrected for comparability

1969
1970 admin-

istration 1969 1970
Increase or

decrease

Staffing I $8. 358 $12.0 $8.358 $12. 0
Initial (8.358) (4.845) (8.358) (7.3) t!i.604528)
Continuing (7.105) (4. 7) (+4.7)

Hospital improvement and Inservice
training 8.972 8.972 a 972 8.972 0

Rehabilitation service Projects 4.5 2 4.1 2 4.5 +.4
Research .126 .126 .126 .126 0
Construction: I

Community facilities 6.0 8.031 3 12.0 4 8. 031 --3.969
University-affiliated facilities 9.1 9.1 --9.1

Total 32.556 33.629 42,656 33. 629 -9. 027
Public Law 88-164 only 23.458 20. 031 29.458 20. 031 -9. 427

Programs authorized under title I, Public Law 88-164, pls. Fs, C, D.
2 This item carried by HSMHA in 1969.
3 This amount raised to $12.031 by floor acflon In H.R. 13111.
4 Includes $6,000,000 reappropriated from 1968 cost reduction.

38-101 0-70-14
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Dr. BOGGS. I would like to start out by paying tribute to this
Senate committee. It is responsible for at least half the Federal
fundsand when me think of the funds that are used for maximum
leverage it is more than three-quarters of the fundsthat affect the
well being of the mentally retarded in the programs of the Department
of Health, Education, and Welfare.

This Senate committee has during the past decade brought forth
legislation of enormous benefit to the handicapped. The provisions for
education of the handicapped developed since 1965, the recent modi-
fications of the Vocational Rehabilitation Act, and the greater priority
to construction of rehabilitation facilities have been especially
significant.

I think I should add that, in many instances, this legislation bore
the stamp of the committee much more than of the administration that
proposed it. Nevertheless, a number of these programs tend to gravitate
toward short-term solutions. They tend to provide assistance for those
pupils or those clients or those patients who are considered to "profit
most," who can be trained or treated and then discharged as self-
sufficient within a limited period of time.

The exception to this statement is the legislation which is before us,
thepredecessor act of which addresses itself to all the mentally retarded
without any such distinction.

The advances which have been made under the legislation I have
cited, and the objectives that I quoted of returning people to the main-
stream of society, are extremely important and have been vigorously
supported and promoted hy our association.

'Nevertheless, we in NARC cannot overlook the fact that there are
children who are still excluded from public schools because of the
severity of their retardation, young adults denied the benefits of reha-
bilitation at public expense because it is thought it will not make
them employalale within 2 years or less, and older retardates who are
placed in residential institutions of doubtful quality because the neces-
sary supportive services in the community are not available.

We are also aware that the severely disabled but mentally alert
child or adult who does need a specialized living environment may
be denied even that to which the retarded are entitled under State law.

For the most destitute of the adults disabled in childhood and for
those deprived of previous support from an employed parent, Gov-
ernment does provide minimal "income maintenance" under public
assistance and social security, but the resources, the services which
could maximize their human condition are often not there, for love
or money.

This is true of medical resources; it is even more true of nonmedical
resources.

It is true for those from well-to-do families as well as for those on
welfare " and it is even move true for that in large but mostly

unstudieh group who have very modest means but are not indigent.
It should be noted that Congress has an inclination to define pro-

grams so as to bring limited benefits to the largest number of people.
Even "medicare" will not cover a continuous stay of more than 100
days in an "extended care" facility ; "maximum benefit" is a polite
phrase for easing children out, of a State crippled children's program
after the most dramatic part of their treatment is over, leaving parents
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to face the long haul by themselves; the seriously disabled may havec`up to 18 months" of evaluation (by grace of the Secretary) undervocational rehabilitation; and, even in this committee, Federal stimu-lation of long-term sheltered employment opportunities for thesesame people has been much talked of but never acted upon.The present Mental Retardation Facilities Construction Act followssuit, for its Federal assistance for staffing any facility must declinerapidly and terminate entirely within 51 months.
The victims of all these subtle and not-so-subtle discriminations aremost often those with serious lifetime disabilities.It is to them, to what they need and have not received from otherprograms, important as they are, that we believe you are primarilydirecting this new imaginative piece of legislation.
We see this as an intersticial billa bill whoce benefits should flowaround and between existing programs, filling both the large gapsand the smaller crevices which divide the major elements of the presentsystem of Federal aid to States imcl communities ia meeting the needsof handicapped children. and adults.
The Developmental Disabilities Services and Facilities ConstructionAct of 1969 should supplement. and enhanceand certainly not dupli-catesuch programs as those now authorized under title V of theSocial Security Act (Maternal and Child Health and Crippled Chil-dren), under title VI (Education of the Handicapped) of the Elemen-tary and Secondary Education Act, under the Partnership for Healthand Vocational Rehabilitation and Medical Facilities ConstructionActs, or under prograins of social services to welfare recipients.It will be necessary to conserve the resources of the new programto focus maximally on those needs of handicapped children and adultswhich have fallen between the boundaries of existing programs.It should be pointed out here that when we speak of these needs wehave reference not merely to the fact that some people don't qualifyfor some of these programs, but that many people qualify only partof the time or for a partial program.

Thus there are gaps in the services to an individual even though hemay be eligible some of the time for some of the help.We hope, we surely must expect, that the history of this bill willshow that. it is your intent that its benefits focus on the gaps and lacksand that it. should not be used as a source of interagency rivalry onthe part of people who have been suggesting that this would duplicateother
The nmchinery for coordination and planning that the bill providesand subsidizes should, under appropriate guidance from HEW, helpto complete the jigsaw puzzle of "comprehensive" planning at thelevel of greatest critical responsibility, in State government.The bill also assuresthrough its stipulations for a NationalAdvisory Councilthat voices from the State and local level, as wellas those of "consumers" will be heard in a coherent way by theSecretary.
These provisions should strengthen communication among interestedparties at all levels.
There has been quite a bit of discussion in these hearings alreadyas to what is meant by "the developmentally disabled."

.4;



206

Candor forces me to say some of the remarks made yesterday reflectfailure to read the language of the bill. Certainly it focuses on thosewho have a substantial continuinfrhandicap.Many minor physical disabilities oi physical handicaps whichoriginate congenitally, for example, do not constitute a sianificantcontinuina disability into adult life. Many aro remediable Cy appro-priate eerts in childhood.
Wo are in favor of utmost remediation, and in many instances thiscan be provided under crippled children's services or undervocationalrehabilitation services now available.We wish to point out, nevertheless, that there still exists a group ofpeople who, because of the chronicity of their disability, continue tobe shoved aside because they do not seem to show such a dramaticresponse to treatment.
Our best information about those with disabilities originating inchildhood which continue into adult life can be found in the datagathered over the years by the Social Security

Administration relativeto its so-called adult disabled child beneficiaries.Although we would not wish to limit eligibility for service underS. 2846 to those whose disability is severe enough to meet the socialsecurity test of disablement, we do believe that those meeting, theintent of the definition of developmental disability in section 102 ofthe billamending section 401 of the actwill have many comparablecharacteristics.
In terms of the recent social security survey of disabled adultswhich was not confined to those eligible for disability benefitswesee S. 2846 targeted on adults who are, and children who are likely tobecome, either "severely disabled" or "occupationally disabled," withless attention to those who have or will have a "secondary worklimitation."
In mental retardation lingo, the functional definition of continuedimpairment and "substantial" handicap must subsume most, if notall, of the moderately, severely and profoundly retarded, and asignificant subgroup of the mildly retarded.On the other hand, those young people who are classifiedor mis-classifiedas "educable" in school and who are among those who"disappear" from the ranks of the retarded by becoming socially andeconomically viable adults on leaving school are not primary bene-ficiaries of this bill although they will continue to need the bestefforts of special educators and of vocational rehabilitation and man-power personnel.

By the end of this year about a quarter of a million adults will bereceiving "adult child's benefits" under social security. Of these abouttwo-thirds or more than 160,000, are mentally retarded, with or with-out another neurological impairment. Some 15 percent are epilepticor cerebral palsied, with or without mental retardation. Psychoses ofchildhood and adolescence account for another 9 percent.,Altogetherthese disorders account for more than 80 percent of the total.Sensory disorders, nolio crippling, and a variety of other diagnosesaccount for less than 1.5 percent each. Although the social securitysample is not a "random" one, since beneficiaries are only identifiedon the death, retirement,
or disablement of -the supporting parent,there is reason to believe that the diagnostic composition of the group
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is typical of all adults similarly disabled in childhood. The same is
true of the finding that more than 85 percent have a disability originat-
ing before their first birthday, a figure that rises to 90 percent by age 6.

About 28 percent are in institutions. This figure should probably be
adjusted downward to 25 or 26 percent for the adult disabled group
as a whole to compensate for the higher average age of the beneficiary
group, because the beneficiaries are on the average somewhat older
tlmn the total adult disabled group.

Combining a variety of data we estimate that there may be as many
as 3.5 million developmentally disabled adults and between 3 million
and 4 million children.

On the basis of the foregoing data it seems reasonable to assmne
that, of the group to which S. 2846 is directed, about two-thirds are
retarded and almost all the rest have neurological disorders or
severe mental illnesses originating in childhood with poor prognosis
for recovery. This latter group includes the typical cases of "infan-
tile autism."

This subject of definition has been brought up because of the fear
that the broadening of the coverage of the act as compared to the
present act would dilute the attention and focus for the mentally
retarded.

We would concur that there is a danger in this respect and we
would like to comment on that point.

You will note that section 134(b) (4) of the bill specifies that the
State plan must " (A) provide for the furnishing of a range of serv-
ices and facilities for persons with developmental disabilities associ-
ated with mental retardation, (B) specify the other categories of
developmental disabilities which will be included in the State plan,
and (C) describe the quality, extent and scope of such services as will
be provided to persons with mental retardation and other develop-
mental disabilities ;".

We understand this to mean that the State plan must include pro-
visions for the retarded and may include or phase in services to
others with developmental disabilities other than retardation.

We believe, that in light of present circumstances this proviso is
only fair and realistic. The legislation which this act will replace is
limited to the retarded. Their interests should be protected in any
broadening of the group to be eovere0.

Moreover, as a practical matter, it wi lie impossible for the States
to revise their existing State comprehensive mental retardation plans
for fiscal 1971 in time to cover additional disabilities nnder the new
legislation in a meaningful way.

This thought should also reassure the Federal agencies which are
called upon by the bill to promulgate applicable regulations by
March 1, 1970.

We believe the Congress should expect that, for example, the State
construction plans required under the act for 1971 should conform
with what might have been required under part C of the expiring
legislation, with significant changes first becoming apparent in 1972.

In connection with the anticipated phasing in of additional eke-
',ffories of the developmentally disabled under the State's own timetable
in accordance with the option offered in section 134 (b) (4), we wish to
speak approvingly of the provision in section 132(a) (2) wluch would
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require the Secretary to take some cognizance (in his formula for
allotment to the States) of the inclusion or exclusion in any State's
plan of persons other than the retarded.

In view of the data cited above indicating that about two-thirds of
the developmentally disabled are retarded, we would expect that the
Secretary would augment any State's allotment by an amount up to
and not to exceed 50 percent additional when, and to the extent that it
encompasses a range of services to eligible persons who are not
retarded.

This provision means that a State does not have to penalize its re-
tarded citizens by trying to stretch its allotment to cover more disabil-
ities. The provision thus oilers an incentive in the right direction.

On the other hand, this provision could work a serious hardship on
all concerned if the President and Congress do not provide sufficient
additional funds so that the allotments are not only proportionally
(to others) but absolutely enlarged as the scope increases.

If appropriations are not provided in 1972, and thereafter, to cover
increased activity projected by the States, as well as the increment
which should be expected in funds for mental retardation alone, then
we would expect the Secretary to exercise powers available to him
under section 139 to limit the "categories of persons for whom such
services may be provided" so that expansion to new categories does not
take place at the expense of those already covered.

Now the Administration yesterday was taking the position that they
could not possibly provide these additional funds that would be neces-
sary and, therefore, the legislation should not proceed in this direction.

IVIr. Chairman, we think this is a very shortsighted view. The pur-
pose of substantive legislation which comes before this committee,
as distinct from appropriations legislation, is to set the pattern of
growth in a logical way for the future.

We do believe that it is important to develop legislation stage by
stage in a logical way and to lay the basis for future programing.

The fact that we have what we all hope will be a temporary strin-
gency with respect to funds should not be used as an excuse for scrap-
ping the foundations of a good program and failing to build toward
the time when we will have more ample funds to carry out a logical
and appropriate program.

We believe that we need a transitional phase in this legislation
which will move us toward the concept of a functional definition of the
group which is in need of similarnot identical but similarservices,
services which will be similarly organized, and that we would in any
event (even with ample funding) need to have a period of phasing
of the newly covered groups. This has to be done in an orderly
fashion and in a fashion which gives the States some latitude in ad-
justing their complex groupings of services which have some impact
on the disabled.

To go backward, to disregard the progress that has been made in
the last 5 years, and to act as though the effort which the States have,
in response to the Federal request for planning, put into organizing
State agencies so as to address themselves to needsto act as though
this had never happened and to go back to the project grant approach
which was appropriate in 1962 and 1963, would in the opinion of many
of us be a very sad backward step.
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We want to point out, that S. 2846 reposes more trust and discretion
in State administration than does Public Law 88-164 which it will.
replace.

Whereas the provisions of the present act delineate specific solutions
to ono presupposed problem (the need for specialized facilities for thern
retarded), the Kennedy-Yarborough bill 'describes a, problem area
and invites the States to propose within bmad guidelines, solutions
which aro most adapted to the manifest needs and to the context of
existing programs within each State.

Such latitude would have been premature in 1963, when the mental
retardation legislation (to which S. 2846 provides a successor) was en-
acted; we believe, however, that it is not only timely but 'fitting as wt:
approach the 70's, to make this transfer of responsibility.

The program is getting larger and more complex tuid the idea that
the Federal Government is the repository of all knowledge in these
matters and that it can carry on a dialogue with local agencies and
tie its strings around every $20,000 grant is just out of date.

It is important in this area that local initiative be encouraged and
that the money reach the people in the local communities. I think the
language in this bill makes it clear that it iE intended to do that, and
that the States can be expected to respond, as they have heretofore
under 88-164, in that regard.

Thanks to intense State planning r..ctivity in mental retardation ill
the past 5 years with Federal assistance, and to the growing public
understandmg and voluntary agency activity on behalf of the handi-
capped, States and communities are now ready to respond to the kind
of Federal initiative and incentive proposed in S. 2846.

Tho State comprehensive planning in mental retardation, when con-
sidered in conjunction with the State planning required and stim-
ulated by other State-Federal programs referred to earlier, constitutes
an adequate point of departure for the broadened target group con-
templated in this bill, S. 2846.

We have listed in our prepared testimony a number of other pro-
visions in the bill before us which we regard as real improvement
over the present act.

I will refrain from touchhig on all of them but I wish to call atten-
tion to a couple. In the first place, there is a requirement that there be
some State financial contributions in the implementation of the plan
and some limit on the extent to which purely local or private funds
ma.y be substituted for the States' share.

-Under the present act there is really no requirement that the State
government put up any money excepting for administration.

We believe that the requirement for State contribution will
strengthen the program and strengthen the State-local partnership.

We want to point out that there is a requirement that the States
give special consideration th areas of urban and rural poverty and
that it give special financial and technical assistance to those areas.

We also agree wi h the administration that these areas should re-
ceive more favorabia Federal matching for construction. The figure
cited has been up to /0 percent.

This is in fact cc asidered by us to be part of S. 2846 for the reason
that the provisions of S. 2846, if enacted, will be governed by the
specifications as to the Federal share which are contained in title IV
of the existing act as it may be amended.

r**
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It is proposed by the community mental health centers bin which
is pending, S. 2523, to change that Federal share in the direction that
we have just indicated and the administration supported that change
when it testified on the mental health bill. If, fo r. any reason, this in-
creased Federal share for poverty areas is provided for mental health
by a mechanism other than amendment of section 402 of Public Law
88-164, then a corresponding provision should be included in S. 2846.

Therefore, if this committee in its markupwhich we anticipate
shortlyof the mental health bill follows its own advice and that of
the administration it will automatically provide for a revised and more
favorable Federal share for areas of urban and rural poverty in respect
to mental retardation construction.

Of course, if part C is allowed to lapse without extension or substi-
tution, that won't be the case. Your bill provides a new part C; a
substitution.

Finally, I want to Mention and reinforce that the bill provides for
tbe substitution of a concept of "services in the most appropriate set-
ting" for the much more limited concept, that of "staffing of the
facility".

The express inclusion within this definition of a number of important
services heretofore not given express sanction for Federal support in
this context is to us very important.

I refer here, for example, to protection services, to information and
referral services, to specialized aspects of generic services which are
often carried on elsewhere than in facilities for the mentally retarded.

We also hope that the Secretary will mak,i sure that in interpreting
the meanino. of the term "ft range of services" he will include diversifi-
cation of bah residential and nonresidential services at all age levels.

Mr. Chairman, title II on university-affiliated facilities is to us of
extreme importance. You heard very eloquent testimony on this sub-
ject yesterday. We support the extension and expansion of that provi-
sion, part B of the present act, and support thr, testimony wihch was
given by the people closest to that problem, the directors of the uthver-
sity-affiliated

I'd like to stress two aspects, however. First, we find shocking the
refusal of both the Johnson and Nixon administrations to request any
funds in fiscal 1970 for construction of university-affiliated facilities
even though there are approved and approvable applicants. This is
compounded by the failure of this administration to give any assur-
ances that these applicants will be given the slightest consideration
under its j)roposals outlined yesterday. (Indeed if it does fund any
such facilities out of its proposed current level of funding of Public
Law 88-164, it would cause further serious curtailment of the com-
munity programs.)

We find this behavior shocking and disturbing because it means that
the leaders in HEW are prepared to consider expendable the time and
energy already invested by literally hundreds of key professionals in
the short-staffed field of mental retardation and related impairments.
These are the men and women who have been, in good faith, developing
exciting new plans in response to the Federal leadership that seemed
to be so clear after Congress gave unanimous support to the IJAF idea
in 1963 and 1967.

e4,4
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A. "now you see it, now you don't" approach to this issue will have
a very disquieting effect on the already strained relations between the
Federal Government and the universities.

Many millions of private and State dollars have been invested in
planning programs and facilities and in assembling the initial inter-
disciplinary staff in anticipation that the Federal Government meant
business. It may be argued that the Federal Government is giving lip-
service to controlling expenditures while it contributes to inflation by
causing dollars spent at other levels to be wasted.

The same observation applies also to the structures and plans
brought into being at the State and local levels, in response to the
inducement offered under part C.

Thank you.
Senator KENNEDY. That is very comprehensive testimony, Dr.

Boggs. I want to express our great appreciation for your comments
this morning, and for your help in the past in developing many of the
ideas in this field.

You have shown once again this morning why both President Eisen-
hower and President Kennedy exercised such fine judgment in express-
ing their confidence in your guidance on the problems of the retarded
and on our youth.

Let me express our appreciation to you.
I believe you heard the administrittion's comments yesterday on S.

2846 and the formula grant approach. Can you give us your own feel-
ing about your reaction to this ?

Dr. BOGGS. Frankly, Mr. Chairman, listening to the administra-
tion testimony yesterday was one of the most discouraging experiences
I have had in 10 to 12 years in dealing with Federal legislation.

It was reallywell, let me symbolize it this way: This morning I
went to pick up a copy of M168 which is last year's report of the Presi-
dent's Cfommittee on Mental Retardation.

I found the pages were stuck together. Somebody had spilled a glass
of water on it. It was symbolic to me. Cold water has been thrown upon
the hopes that we have entertained for the Federal commitment to the
mentally retarded and the pages were stuck together. The report was
closed. It could not be further read, further heeded.

Yesterday's was a very discouraging experience. It was discouraging
because I could not helpbut feel that this administration was making

ipolicy hastily at a level n the administration, at a locus in the admin-
istration, where there is obviously little understanding of the true
problem.

It seemed to me that this was a careless brushing off of a need which
has taken a long time to make itself manifest and visible. It was a
careless way of abandoning any attempt to build on the impressive
State level commitment and technical competence which has been
nuriured, in the past 5 years especially, by the Federal Government.

It was inconsistent in its approaches to the Federal-State relation-
ship. It was a way of saying to the State agencies and the Governors
and the legislatures, "The Federal Government is a fickle acquaint-
imce; it is not a solid partner ; don't count on anything we say or tell
you because 2 years later we may change our mind."

The administration witnesses said they would guarantee under this
project grant approach that each State would get at least as much as
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it would get in 1970 under the construction provision which, according
to the administration's request, is the magnificent total of $8 million
for construction for the entire Nation (an amount that is about what it
takes to build one good-size office building), and that this amount is
going to be distributed among all the States. It means that 27 States
can count on getting $100,000 and those who get a little more are pro-
portionately very underfunded.

It means that California can only be guaranteed one-fifth as much
per capita as the neighboring State of Nevada.

It means that a poor State such as Mr. Black was pleading for
yesterday, for example the State of Mississippi, can be sure of $9,000
more than Nevada, which I also cited, or for that matter, $9,000 more
than Alaska.

Of course, to be fair to the administration, what they mean to do is to
take additional money and parcel it out as they see fit, without any
assurances, but if you are doing State planning you need some guar-
antee and what I just described is all the guarantee they would get
under the administration proposal.

It says to me that an administration which has been in office for 11
months and has had excellent review machinery supplied to it, already
in being in the Federal structure, provided by previous administra-
tions; which inherited a President's Committee composed of the out-
standing people in the Nation, that this administration is now saying,
"Oh, gentlemen, we should look at this program; give us time to study
it some more."

This is a very discouraging experience for those of us who have been
in the field.

Senator KENNEDY. I suppose it is particularly discouraging, since
we know that the present progTam is going to expire next year. It is
not simply a question of whether we start on such a program de novo
today.

There must be some kind of machinery that tells the Federal agencies
that certain legislation is going to expire.

Dr. B000s. This is true of all the health legislation and particu-
larly true of this. I don't think it is any secret that the outgoing admin-
istration had the good grace to draft legislation in this area and leave
it on the desk.

This is not. a partisan area. The only real crunch issue was, how
much could we authorize, how much money could we spare?

This, as experience has well shown, is an issue that confronted Presi-
dent Johnson and President Nixon alike.

This effort, this ongoing effort of the Federal machinery has been
available since January, but no attention was paid to it.

It is for this reason that we so welcome the initiative of this com-
mittee which, as I said earlier, has on several previous occasions come
to the rescue when the administration has failed in its responsibility.

I am not speaking in a partisan sense here. It has happened several
times.

Senator KENNEDY. One of the responses in Mr. Black's testimony
is that some $585 million is already being spent on the retarded. This
figure certainly startled me. We received some background information
in a lengthy report which was made a part of the record yesterday.
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What is your reaction to this statement? They say we are already
spending $585 million. Therefore, they said, the dollar figure in S.
2846 is unrealistic, especially with our current fiscal problems.

What is your reactior. to these statements?
Dr. B000s. This is like sayinff medicare provides services to people.

It does provide services to people but only those over 65.
The money being spent by the Federal Government on .mental re-

tardation is of great value; it is like medicare, it is important, it
addresses itself to the problem, but it does not address itself to all the
problems in the field of mental retardation.

Thero are gaps in this system. But let me speak to that $585 million
figure. That, as I understand, came as a shock to you and members of
the committee. However, this is a figure we have been familiar with
for some months because we are very much interested and concerned
that all the agencies of government address themselves to the mentally
retarded in a fair and equitable way. More often than not, the retarded
have been screened out of programs to which they are entitled as
citizens.

We have spent the past 10 years making sure that educators educate
the handicapped and that health people look at the long-term disorders
as well as the acute conditions, and so on.

We believe that the mentally retarded should get their share within
the whole range of existing programF and that the special agency
the Division of Mental Retardationshould deal primarily with those
problems which were either interagency in nature or did not fall natu-
rally in the responsibilities of the other agencies.

Now, for that $585 million of expenditures for 1970. Mr. Black said
we ought to look at his $20 million for Public Law 88-164 in the con-
text of this $585 million. I ask you to look at this $585 million in the
context of tho total HEW program.

This $585 million incluiles not only the regular appropriations for
the Department but also the trust funds that are expended for the
retarded who are entitled to social security: That means that $585
million is part of $69 billion. That is what it isless than 1 13ercent
and 37et Mr. Black wil cheerfully tell you that 3 percent of the citizens
of this country are mentally retarded.

So I am not so impressed by $585 million as being that much of a
commitment. Furthermore, I think we need to analyze this figure a
little bit.

Incidentally, Mr. Chairman? the figures that Mr. Black quoted are
obviously the same as were given in the testimony of the Secretary
before the House Appropriations Committee earlier this year and
have taken the liberty of duplicating the table on three pages out of
that testimony which summarizes these programs.

Senator KENNEDY. We will make that table a part of the record.
Dr. Bows. Good.
(The table referred to follows:)
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Dr. BOGGS. Also, there is another breakdown of the same sum. I
am going to address myself to that, too. In this excellent annual publi-
cation called "Mental Retardation Activities of the Department of
Ilea Ith, Education, and Welfare, January 1969," there is a breakdown
of this same $585 million according to activity.

(The material referred to follows :)'
OBLIGATIONS FOR MENTAL RETARDATION PROGRAMS BY ACTIVITY DESIGNATION, U.S. DEPARTMENT OF HEALTH

EDUCATION, AND WELFARE, FISCAL YEARS 1968-70

lin thousands of dollars]

Fiscal years-

Activity
1968

actual
1969

estimated
1970

estimated

Services:
Health Services and Mental Health Administration
Office of Education
Social and Rehabilitation Service

2, 661
38, 089
81, 359

1,738
53,218

148, 272

0

69, 438
200, 0 14

Total 122, 109 203,228 26 9, 452

Training of personnel:
Health Services and Mental Health Administration 2,291 2,688 870
National Institutes of Health 12,476 13,066 12,449
Office of Education 9, 000 10,129 10,150
Social and Rehabilitation Service 16,386 18,807 23,507

Total 40, 153 44,690 46, 976

Research:
Health Services and Mental Health Administration 644 630 625
National Institutes of Health 22, 588 24,492 25,637
Office of Education . 948 1,225 2, 120
Social and Rehabilitation Service 6, 293 6,335 6, 361

Total 30, 473 32,682 34,743

Construction:
Social and Rehabilitation Service 17, 546 27, 941 14,003

Total 17, 546 27,941 14, 003

Planning:
Social and Rehabilitation Service 1, 394 0 0

Total 1, 394 0 0

Income maintenance:
Social and Rehabilitation Service 55, 000 65, 000 75, 000
Social Security Administration 109, 800 133,700 144, 300

Total 164, 800 198,700 219, 300

Other:
Health Services and Mental Health Administration 52 52 0

Office of Education 0 90 90

Total 52 142 90

Secretary's Committee on Mental Retardation I (128) (160) (160)
President's Committee on M ental Retardation 577 580 605

Total 577 580 605

Grants and services 212, 304 309,263 365, 869
Income maintenance 164, 800 198,700 219, 300

Grand total, all funds 377, 104 507,963 585,169

These amounts are shown as non-add items since they are derived from funds available to several sondes
of the Department of Mental Retardation activities.

Dr. BOGGS. The first sheet represents the way it was presented to
the Appropriations Committee. The second is broken down differently.
Both of these are important in the way they reveal the thrust of
funding.
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Now Mr. Black looked at the bottom of that long sheet (first
table) and he said $365,865,000 of this goes to what he called services
and grants. That excluded the so-called income maintenance provision.

He said this was $50 million more than last year. Let me just show
you where that $56 million comes from. In the first place, $25 million
of it comes from a phony line item called medical assistance. I will.
explain that if you ask ine. It is the line item vaned "Medical Assistance
grants to the States, $100 mill ion."

That is an estimate if ever there was one. I just want to tell you
that 90 percent of that money is a well disguised revenue-sharing
grant, to the States. It is replacing State money that has been spent
for the retarded heretofore. Very little of it is upgrading services for
the retarded. Therefore let us take the $25 million increase for that
out of the $56 million overall increase claimed by Mr. Black. That
leaves $31 million.

Now, Mr. Black didn't tell you, in presenting this material, that
this material was developed and presented to the House Appropria-
tions Committee before the Nixon budget cuts came along. So let us
take oil' $11 million total for Nixon budget cuts. This is composed of
$6 million out of the retardeds' share of vocational rehabilitation and
$2.2 million out of the training programs of the university-affiliated
facilities that you heard about yesterday, $1 million out. of the $3 mil-
lion earmarked for research in the NICHD and another $1 million
of unearmarked money for research in two of the institutes and a
half million of vocational rehabilitation training money. All these
were cut from the $585 million by the President.

I am taking these as the proportion attributable to the retarded, not
the total cuts of these programs. Then there is another half million
dollars or so of miscellaneous cuts in libraries and community serv-
ices, and so forth. That makes at least $11 million that the Nixon
administration took out. That takes this $585 million down to $574
million and it takes the $56 million "increase" down to $20 million.

Now, there is a $15 million increase over last year in vocational
rehabilitation which is mandated under the legislation this committee
prepared. There is $11.5 million new amount for vocational educa-
tion of the handicapped which is also mandated by this committee.
This is a total of $261/2 million that is in this 1970 budget that was
not in the 1969 budget., as a result of the mandate in vocational educa-
tion and vocational rehabilitation that this committee enacted. If you
subtract that from Mr. Black's phantom increase you get a minus
number. You are down to minus $6.5 million, an overall reduction
in what is available for service, and training in mental retardation,
other than in vocational program.

Another way to look at this is through the two page table you
have there (second table) ; you will notice that $585 million covers
research, training, construction, services and so forth.

Research, we in NARC have supported research diligently. Train-
mg is tremendously important and our testimony in support of title II
should indicate that. But, Mimi you talk about what is happening to
the retarded who are here and now, you have to get. down to the
service area,

in the second table, at the top you will notice that $269 million
is listed for services. If you take out the $100 million phony money
I spoke of, that gets you down to $169 million.

38-191 0-40-15
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Most of that is education and vocational rehabilitation. Both
vocational and rehabilitation funds are funds we have fought for.
We want them, we need them, but they don't do everything for the
mentally retarded of all ages. They don't reach very many preschool
children and they don't reach the retarded over 30.

So there are lots of unmet needs when you take that service figure.
That is what title I of this bill is addressed toprovision of service.

Senator KENNEDY. What about the relation of the State plan
required in S. 2846 to all the other so-called "comprehensive" plans
this committee hears about? Should we make this State plan con-
sistent with the State partnership for health plan for instance?

Dr. BOGGS. We certainly hope that the State Plans for those with
developmental disabilities will be seen as being coordinated with,
rather than subordinated to, any other major State plans in health,
or mental health, or education or rehabilitation, or welfare, because
the developmental disability pian is related to all of them but cannot
be subsmned entirely under any one of them.

Those two tables we just discussed, particularly the first one indi-
cate that the mentally retarded are identified and served in vodtional
rehabilitation, in maternal and child health and crippled children's
services, in special education, in public assistance, and also in a few
adult health programs. I expect that Dr. Ganzer, when he testi fies later,
will be able to show you that quite a few retarded children and adults
get psychiatric services in mental hospitals-40 or 50,000, maybe. The
position of NARC has always been that the mentally retarded should
as far as possible get their health services from health agencies, their
social services from our social agencies, their education from public
and private schools, and so on. But some of their needs are too special-
ized and for one reason or another fall outside the competence or
mission of the generic agencies. And all the pieces have to be brought
together in a planned way from the point of view of the retarded,
individually and collectively. No one agency can do it all.

We would recommend that the comnuttee make clear that the State
plan for the developmentally disabled should specify what is being
done or will be done for the target group under other major State-
Federal plans and how the DDSFCA plan will complement, rather
than duplicate any of those plans. However, we would not favor a
Federal requirement for multiple agency clearance of individual
projects within the State plan.

Of course, there already is a general requirement for clearing con-
struction projects with metropolitan and other physical planning
bodies, which would have to be respected.

Senator ICENNEM How about leveling off this program at $20 or
$25 million as Mr. Black suggested yesterday, in view of the amounts
that are being spent in the other programs?

Dr. BOGGS. "Levelincr
t'

off" is a very arbitrary idea. It takes no
account of the history of a program, of its maturity. It's like saying
to a family "As of now, and henceforth, each member will be allowed
no more to eat than he bad to eat last year" without regard to whether
the person is 6 months or 6. years or 60 years old. Our program is a
toddler who should be ,0Towmg. The nearest comparable program, the
community mental health centers program, has had a head start (due
to various historical accidents) ; its staffing funds first became avail-
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able in fiscal 1966 and have grown every year since ; the first mental
retardation staffing grants were awarded only at the very end of 1969.
So leveling off forboth programs is premature, but in mental retarda-
tion it is a disaster. Actually, it isn't even leveling off; it's reduction
that is proposed.

As I've indicated already. This program is not interchangeable with
others affecting other aspects of the problem. It zeros in on unique
needs not otherwise addressed by the Federal Government.

Senator KENNEDY. In its reports "MR.68" and "M1169" the Presi-
dent's Committee made a number of recommendations in terms of
improving services and facilities. Is the administration's position
consistent with the recommendations in these reports ?

Dr. Bouos. MR68, reaffirmed by MR69, focused on three main
priority areas. One of these is the mentally retarded in poverty areas.
Mr. Black made some references to that. I think his interpretation
of the situation showed a lack of understanding of the problem but
he did quote that finding of the President's Coimmttee.

The second priority area was residential care. I don't think the
administration s proposals address themselves in any substantial way
to the problems in that area. I believe that S. 2846 can and should;
it certainly is intended to cover both residential and nonresidential
services and provide assistance in diversifying the range of living
arrangements; the bill adds (to the definition of services) "specialized
living arrangements" that focus on the need for so-called "alternatives"
to the standard type of institutional care.

You bill, Mr. Chairman, addresses itself to these problems. The
administrittion approach is a very spotty one at best. They didn't
say a word yesterday that indicated to me that they appreciate the
nature of this problem. of residential care.

Filially, MR68 spoke to the manpower question. Probably the most
important single tool that we have at present in the manpower picture
is the university-affiliated facility idea. You heard yesterday what
the universities are doing and the real changes that are being brought
about, both in the training programs themselves and in the byproduct
effects on the service areas, but this was brushed aside by the
administration.

MR69 talks about building on the past, building and moving into
the 70's. Let me quote their exact language.

It is
"Time to consider carefully and begin building the urgently needed pro-

grams for the retarded that must come into eing during the 1970's. Time to
renew our national resolve to bring the mentally retarded into full participation
in daily life and work as their individual capabilities permit.

Time to press on in quests for ways of preventing mental retardation.
I don't think that the administration witnesses really address them-

selves to 'that either.
It is true that the Deputy Assistant Secretary for Health did men-.

tion prevention and I was glad to hear he was aware of this need. But
prevention depends on research and on training of manpower.

Primary prevention is not a primary objective of title I of this bill.
Secondary prevention is, because early services are important to sec-
ondary prevention.

Senator KENNEDY. What is your feeling about the administration's
position that by project grants rather than formula grants, they will
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be able to focus the limited resonrces in the areas of greatest need
for example, in poverty areas?

Dr. Boom. Let me say, first of all, that every major Federal pro-
gram which involves activities which have to be carried on at the State
and local level should, in our opinion, consist of both formula grant
money and project grant money.

The reason there is no project grant provision in title I, I am sure,
is that there already exists a broadby that I mean broad in terms of
its applicabilityproject grant authority available to the Division of
Menta l Retard ati on.

Senator ICENNEny. Is,that under the Mental Retardation Act ?
Dr. B000s. No, it degves from a special phrase added in 1968 to

section 4 of the Vocatiotal Rehabilitation Act. It was incorporated as
an amendment proposed hy Senator Hill. It makes possible. project
grants related to rehabilitation of the retarded without limitation to
vocational rehabilitation.

Senator KENNEDY. How much money is involved?
Dr. BOGGS. For fiscal 1970, $4.5 million has been requested. This

year is the 1st year under which project grants will be funded under
the "section 4" authority. This is called "rehabilitation service projects"
in the table we have appended to our prepared statement. It does every-
thing that the administration talks about except provide project grants
for construction.

It provides all the other things, training projects, service projects,
demonstration projects, and so forth. It is a very useful little thing.

What do they ask for? For $41/2 million for projects for the entire
country for 1970. That could be expanded without any more attention
to substantive legislation.

Senator KENNEDY. They have not had a project grant authority
before?

Dr. Bows. The Division had a project grant authority when it was
part of the Bureau of State Services of the Public Health Service.
It began in 1963-64 and was gradually built up to $5.5 million in fiscal
1967. Then after the Partnership for Health Act, funds were no longer
available specifically for mental retardation, and the Division was
without general project authority and leverage in fiscal 1968 and 1969.

Senator KENNEDY. Do you believe that there should be a clearly
spelled-out project grant authority in S. 2846?

Dr. B000s. While not absolutely necessary, such an authority would
strengthen the bill if it were not allowed to diminish the basic formula
grant provisions.

Senator KENNEDY. Do you believe that project grants are needed to
reach the areas of greatest need ?

Dr. Boom Not necessarily, not federally administered project
grants with a properly structured formula grant, you can assist the
States in doing the job in the areas they identify as high priority areas.
Don't think the States don't know where these problems are.

In further response to your question, the important things are, I
think, first, the fact that project grant authority alone is not enough;
if the project grant. yithority were big enough to do the job in deprived
areas, it should not be a project grant authority. Secondly, Secretary
Black yesterday showed a lack of understanding of the nature of the
problem in the so-called poverty area when he kept talking about the
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necessity for putting facilities "in the places where 75 percent of the
retarded are. '

Now, in MR68 there was a map, on page 18, of St. Louis which pur-
ported to show, and I think did show to a considerable extent, that
there is a correlation between the school enrollment of mildly retarded
educable children and the existence of poverty.

It showed the proportion of all schoolchildren who are enrolled in
special classes for the educable mentally retarded, by census tract.

It showed that the highest concentrations were in areas designated
as poverty areas.

The mjaority of these people the mildly retarded, don't need
specialized facilities for the retarded. They don't need to have a build-
ing apart marked "institute for the retarded." They need to have
specialized services, from specially trained people, services built into
the neighborhood health centers, into the education system into the
social service systems, so that their needs can be met where they
naturally come for service.

They do not need to get a big separate installation and a big label
gcmental retardation" placed on them in that way.

They need to be seen for what they are, if they are indeed mentally
retarded, by the people who deal with them, who attempt to assist
them professionally with their problems.

Let me digress for a moment and tell yon that a recent followup
study of the retarded in the public schools of New York City reveals
a very interestMg thing.

It showed that whereas the enrollment in special classes for the
retarded in New York City of Negro children was approximately
proportional to the total number of Negro children in the New York
public schools, the enrollment of Puerto Rican children in special
classes was double and the enrollment of other white children was half,
in proportion to their enrollment in the public school system.

What this says is that Puetro Rican children am being identified as
mentally retarded under situations that raise grave questions as to
whether this is true mental retardation or whether this is the result
of their failure to respond to the tests that we give them in a language
foreign to them.

Now this issue has become a hot one in Los Angeles recently, because
of the large Mexican-American population there, to such an extent that
the Los Angeles city schools have forbidden the giving of so-called IQ
tests to first and second-graders lest the children get a label that they
should not have, of mental retardation.

Now I am saying this to point out that when Mr. Black says clearly
"75 percent of the retarded are in the poverty areas" he hasn't distin-
guished the mildly retarded from the severely and profoundly
retarded.

In MR69 there is a map showing distribution, showing the number
of identified profound and severely retarded persons in-Los. Angeles
County overlaid with an indication of where the poverty areas are.

I think if you remove the overlay on the poverty areas here and if
you take account of the density of population in the tracts which con-
centrate more in the center of the city, the very few people could look
at that map and say, ."Oh, well, I can tell from that map where the
poverty areas are."
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We don't deny that there is some correlation between the conditions
of poverty and the conditions of severe mental retardation. There is
some correlation because lead poisoning, for example, which is a very
devastating cause of severe mental retardation is more common in
dilapidated housing areas than M the subnrbs. Titere are other fadors,
also. But basically, the distribution of severely and profoundly
retarded children and aclults is not so very, very different in the differ-
ent socioeconomic groups, and there is desperate need in all of them.

Now, if Mr. Black only knew it, we in NARC were among the first
to point out to the administmtion back in 1965 and 1966 tharthe func-
tioning of Public Law 88-1n, for the reasons he outlined, was tiot
resulting in facilities for the retarded being built in the poorer parts
of town.

This had to do with the matching formula, the low Federal share
in urban States) and with the laissez-faire dependence on local private
initiative, which was stronger in the more privileged areas, and it had
to do with the lack of any visible means of supporting the pmgram
after it got going.

1Ve have addressed ourselves to this problem in NARC. Mr. Black
didn't tell you that half of the staffing grant money that was awayded
in mental retardation, went into areas known to have urban and rural
poverty.

Your bill addresses itself to this problem. I think I mentioned in my
testimony that the bill requires States to rive priority attention to the
areas of urban and rural poverty. I also mentioned the proposal for
increased Federal matching under the construction provisions in title
IV of the net.

It should also be pointed out that many of the existing programs
other existing programscan be brought to bear on the mildly
retarded in the poverfy area and should be brought to bear.

So this argnment seems to me to have been distorted. It is clear that
we need to get more facilities for the moderately, severely and pro-
founded retarded in the poverty areas. There is no question about it.
Your bill would permit tbis to be clone, would provide incentives for
it to be done under a formula grant approach.

Another thing we might mention is that Mr. Black kept saying that
the distribution of mental retardation is not equal among the States.
If you assmne mental retardation is more present hi poor States than
in wealthy ones, let me point out that the formula. for allotting the
funds gives attention to that. The per capita income in Mississippi is
about half the national average and in Nevada it is about twice the
national average.

Fiscal resources of the States are taken into account in the formnla
.

for allotting the fimds under the present act which would be con-
thmed under :your bill. I thhik this is not a good argument for an
exclusively project grant approach.

Senator KENNEDY. What about the level and 'duration of funding
under the bill. Do you think it is adequate?

Dr. BOGGS. I would say it is minimal. What we have been getfing
and are likely to get is kss than minimal, however.

Senator ICENNEDY. IS there any point in putting in an authorization
which is above a, realistic level that can be expected for
appropriations?
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Dr. Boos. Yes. I think the authorizMg legislation should reflect
the need realistically, not grandiosely, but realistically. The limits set
in Public Law 88-164 could and can be justified.

For 1970 it authorizes $20 million for part B, enough for six or
eight facilities. In S. 2846 you ask for $20 million a year for 5 years.
If we could achieve this level we could fund one per State or one per
4 million people by 1975 and be at full production in training
professionals by 1985.

For 1970, part C construction is authorized at $50 million, This is
the annual level that was proposed by the President's Panel in 1963.
Allowing for the fact that we have put up less than 100 million Fed-
eral dollars in 5 years, for inflation and for population growth, a level
of $75 million rising to $200 million just for construction and just for
mental retardation is not out of line.

Costs of services quite properly outweight construction. At present
the States and counties are putting up more than a billio» dollars a
year for the care, training, and rehabilitation of the relatively small
groupa quarter milfionof the retarded who require residential
care. If Federal aid is to give the desired lift and new directions to
this program,more than foken dollars will be needed.

On this basis alone, the $100 million specified for 1971 in S. 2846
is a, "barebones" statement of need for the retarded alone. Increases in
subsequent years should reflect the expanding attention to needs of
the retarded plus a markup, eventually reaching 50 percent, as other
developmental disabilities are phased in.

Senator KENNEDY. How about duration ; is a 5-year authorization
too long?

Dr. Boom. Five years is none too long and 3 years is too shorttoo
short to enable the bureaucratic machinery to revolve and produce
results before we have to come back to you again to extend the
program.

In my State, we used to have required automobile inspections every
6 monthsand a jam-up. The law was changed to require annual in-
spections. The accident. rate wasn't accentuated by the jam-up was
eliminated. If Congress wants to get, home before election day, it can
do so by giving some of these programs less congressional oversight
and more time on the road between inspections.

Senator KENNEDY. I want to thank you very much, Dr. Boggs. You
have covered a: number of different areas and it is extremely helpful
to us.

Again, thank you very much. You have been a great help to this
committee. The testimony you have given will be extremely valuable
to us.

Dr. BOGGS. Thank .you for your kind attention and courtesy and
for sponsoring the lemslation.

Mr. HAYES. Thanrc you very much.
Senator KENNEDY. Our next witnesses will he Dr. Robert E. Cooke

and Dr. Arnold Caputo from Johns Hopkins University, Dr. Cooke
was trained at Yale in pediatrics and physiology. His 'first experience
with the retindecl was in 1944 at the Southberry Training School in
Connecticut. He served under President Kennedy on the President's
Panel for Mental Retardation, and was a member of the President's
Committee on Mental Retardation under President Johnson and

47).10
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President Nixon. In addition, he was Chairman of the Planning and
Steering Committee for the Headstart program. He has two severely
retarded children.

Dr. Caputo was a practitioner in pediatrics on Long Island before
coming to ,To lms Hoplcin. During his practice, he had the opportunity
to see the hardships of families with severely retarded children, and
he came to Johns Hopldns for special training in this area after many
years of pri vate prac t

We Avant to thank both of you gentlemen for being here today.

STATEMENT OF ROBERT E. COOKE, M.D., PROFESSOR OF PEDI-
ATRICS, THE JOHNS HOPKINS UNIVERSITY SCHOOL OF MEDI-
CINE, AND PEDIATRICIAN IN CHIEF, JOHNS HOPKINS HOSPITAL,
BALTIMORE, MD.; ACCOMPANIED BY ARNOLD CAPUTE, M.D.,
DEPUTY DIRECTOR, JOHN F. KENNEDY INSTITUTE FOR HABILI-
TATION OF THE MENTALLY AND PHYSICALLY HANDICAPPED
CHILD, JOHNS HOPKINS UNIVERSITY, BALTIMORE, MD.

Dr. CooKE. Thank you very much, Mr. Chairman. It is a great
pleasure and privilege to testify this morning.

I wouhl like to point out, that as acting director of the John F.
Kennedy Institute for Habilitation of the Mentally and Physically
Handicapped Child I have, I think, immediate experience with the
problems of the university-affiliated facilities and will address more
of my remarks to that problem; but, my remarks are pertinent as
far as title I is concerned, also.

It is worth 'pointing out that the Kennedy Institute which is the
university-affiliated arm of the Johns Hopkins Medical Institutions is
built in the 'center of one of the ghettos of Baltimore and does repre-
sent an opportunity toprovide services to the handicapped who are in
addition very impoverished.

I am appearing in support of Senate bill S. 2846, just as I had the
pleasure and privilege to appear in support of the Mental Retardation
Facilities and Community Mental Health Centers Construction Act of
1963.

As a professor, und as a consultant to the U.S. Public Health Serv-
ice, and later, as a consultant to the Social and Rehabilitation
Services Administration, I have had the opportunity to view the
accomplishments of that act.

It led to the creation of mental retardation research centers where
concentration on the cause and prevention of serious developmental
disabilities as well as research on diagnosis and treatment, has been
carried. out:

Since that time, successful work has been carried out on projects
such as rubella, and such as the various genetic and chemical abnor-
malities 'which produce serious retardation, now called inborn errors
of metabolism.

When the previous legislation was passed, there were some 25 seri-
ous disorders of unknown cause. It is now known that these are caused
by a specific chemical abnormality. Approximately 1 dozen of these
can now be treated through chemical, 'dietary, or other means.

These research centers have given us adequate information to detect
the carrier state of serious genetic problems. For example, thero is
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one condition, the Lesch-Nyhan Syndrome, which was described by
and named after two physicians in my department.

These doctors have shown the presence of a disturbance in uric acid
metabolism, somewhat similar to that producing gout, but, in these
cases, associated with a very severe form of retardation, with self-
mutilation as one of the most striking symptoms, as shown in these
photographs.

(Slides.)
Dr. COOKE. (Describing slides.) To go back just a second, this is a

very severely defec tive
This shows self-destruction of the lower lip. The brother of this

child had extensive damage to his face because of self-mutilation.
Here is one with damage to the fingers.
This condition is accompanied by a very severe self-destruction

tendency .as the slides illustrated. These children destroy their own
fingers, lips, and other parts of the body with terrible problems
for a family to contend with.

The research centers have enabled us to determine the carrier trait
of this condition in the female with very simple tissue culture ap-
proaches, not unlike those used in the screening of antibiotics.

This makes it possible to carry out very accurate genetic counseling
to assist these families in their future lives.

There has been progress on the development, of analytical networks
through which, essentially, every family with genetic disease of .a
serious nature may, in some way, be assisted in appropriate diagnosis
regardless of their geographic location.

The community service facilities that were described in the Original
legislation have permitted extensive expansion of services to the
retarded.

Workshops have been built ; diagnostic and evaluation centers have
been created; special schools have bun initiated. These advances can
be adequately documented by the administrators of the construction
progra in.

The training centers, or university-affiliated facilities have now been
developed. Nineteen are in active operation or in the process of
construction. These community resources have permitted the devel-
opment of new community-based service programs in health, in re-
habilitation, in day care, and in special education, especially for the
younger child.

The existence of community centers for the retarded has provided
an opportunity for a private foundation, the Joseph P. Kennedy, Jr.,
Foundation, to develop a nationwide special Olympics program that
has channeled the energies of parents, volunteers, and community
workers into permitting the retarded to show what they can do.

The special Olympics program is serving as a motivational "frame-
work" within which physical education, recreation, and sports actir-
ities can take place. Specifically, special Olympics (a) provides moti-
vation for the initiation of physical education and athletic programs
where none exist ; (b) provides supplementary materials which will
aid those currently conducting such programs; (o) provides opportu-
nities for athletic competition through local, State, regional, and m-
ternational special Olympics ; (d) gives each rdarded child a "feeling
of belonging" by offering him membership in a national athletic club
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with membership certificates; periodic newsletters, et cetera ; (e)
a "sense of pride" in the retarded child by giving him a chance

to win an award, he honored at a school assembly, or have his picture
-in a newspaperby giving him a chance to know success.

The special Olympics program, for example, is serving an enormous
function for the handicapped in cooperation with other governmental
and private agencies.

In its first year of operation it involved over 500,000 children in 46
States, and Canada, in eight regional games, 18 statewide programs,
and more than 400 local Olympics. Over 40,000 people have become
involved as volunteers at local, State, and regional levels most of whom
had never before worked with the retarded. Thirteen States have
officially recognized these Olympics, thereby allowing the inclusion of
special Olympics in hundreds of speci al school programs.

I would like to introduce for the record, if possible, Mr. Chairman,
a script of the film that was developed, which illustrates the accom-
plishments of this recreation program. I think it. would be of interest
to show what cooperation between private and public sectors can do,
and the opportunity which is given for the development of local
community activity. If I could have permission to have that script
entered.

Senator KENNEDY. It will be included in the rec ord.
(The script of the aforementioned film follows :)

A DREAM TO GROW ON

(Chicago Special Olympics Film)

Film opens with long shot of boy mining down beach away from camera. Back-
grouhd: Folk singer singing to guitar accompaniment "I Won a Medal."

I won a medal.
It's the first I've ever won.
I won it for running
As fast as I could run.
I'm glad I won my medal
I'll wear it with pride.
Winning a medal's lots of fun.
But even if I hadn't won
At least I know I tried.
At least I know I tried.

Boy runs to group of children playing on beach with Rafer Johnson,
Perhaps they are throwing a ball around the circle or phtying tag, et cetera. The
boy has brought his Special Olympics Medal to show his friends. Camera on
medal.

NAIMATION (Rafer Johnson). Winning an Olympic medal Is the greatest
thrill in sports. (Film of Rafer Johnson in Olympic decathlon events.) It's the
dream of millions of school kids who work and train to run faster. Swim faster.
Jump farther or higher, I know it was my dream when I was a kid. And I
was lucky there were teachers and coaches to help my dream come true.

( Camera back on kids playing at beach.)
NARRATION (Rafer Johnson). But you know, there are more than 1 million

boys and girls in America who don't know what it means to dream of being
a champion; or of making the team, Or of being given a chance to run or swim
or jump,

( Camera on one child who has left group and walked down alone towards
the ocean.)

NARRATION (Rafer Johnson). They're the lonely kids you see walking silently
along the streets of towns, or standing around watching while the others are
playing.
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(Camera on faces of children playing. It is now obvious they are mentally
reta rded. )

NARBATIox (Rater Johnson). They're called mentally retarded. One and one
half million of them. They are 3 or 4 years behind in physical development
because no one has helped them to catch up. No one has believed in them.
And so they don't believe in themselves. When they do try to join in the fun,
someone usually takes them by the hand and leads them away. It's too rough,
they say. They might hurt themselves. They can't learn the rules.

(Camera on kids throwing the hall with real skill.)
NARRATION (Rafer Johnson). But, you know, when kids like this do get a

chance, It's amazing what happens. Brighter eyesstraighter, stronger bodies
keener minds. And they can dream of success . . . of winning a race. Even of
winning a medal. (Camera closes in on boy's medal.)

CITY HALL, cnIcAno

NARRATION (Rafer Johnson). Yes, it happened in Chicago on a July day.
The day dreams came true for a thousand mentally retardefl kids. They trav-
eled by bus and car and plane from 26 States and Canada. One school even
brought its own bandand they played for their supper all the way to Chicago.
Just as they entertained the people here on the streets of the windy city. These
were the lucky oneskids who had 'been taught to play. Who bad practiced
and perfected their skills until they could pass a series of demanding fitness
tests. And this was their day. Their own special Olympics.

REGISTRATION

NARRATION (Rafer Johnson). It reminded me of the games at Rome or
Tokyo or Mexico City. There was that same sense of excitement and anticipa-
tion as the athletes registered at special Olympics headquarters, An Olympic
village of their own. It was a chance for the boys and girls to relax . . . to
get to know each other before the games began. To swap badges and addresses.
There was music and fun and a spotlight of attention and pride on them for
the first time in their lives,

Dinner that night was a gala banquet in a hall bright with the special Olym-
pics blue and gold. And after dinnera magician to mystify and entertain
them. A little rock and roll topped off the evening before that good night's
sleep in preparation for tile demanding day ahead,

SOLDIER FIELD

NARRATION (Rafer Johnson). Soldier Field, the site of many a sporting thrill,
is once again prepa red for another. Days in advance the field has been carefully
worked on to be made ready for the more than 200 separate events to be con-
ducted there. Track and fieldswimmingbasketballfootballhockey--spe-
cial clinics and demonstrationsroller skatingice skatinggymnastics
calisthenics, And not one of these events is out of the reach of a retarded child
who has been given a little help in learning how. Who has been told "you
can do it." And now the big day dawns. It begins with a special breakfast at
the training table. Now the giant buses take the first contingent of athletes
to Soldier Field.

ARRIVAL, SOLDIER FIELD

NARRATION (Refer Johnson). The kids troup into the huge stadium like sea-
soned performers. It's not at all like the playground back home. But the young
athletes take it all in stride. The 50-yard dash or standing broad jump will be
just the same here as on that famillarTlayground. These kids have been given
the confidence to know what to doand how to do it, And they're ready to
tryto give it all they have.

PARADE

NARRATION (Rafer Johnson). It starts like all great Olympics, with a parade.
Bands and flags, drum majorettes, and more bands, and kids from Canada,
Connecticut and California and, of course, from Chicago,

They pass the reviewing stand marching proudly by the Governor and the
mayor and the other dignitaries who have come to see them and to cheer them
on. Then,.out onto the field where soon they will be giving the best they have
ill themin the true Olympic spirit.
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yofir town? Does it give the retarded children this chance t() learn? This

This isn't just fim and games. It's a subtle training for life itself. Mich co-

becomes free to learn its other lessons. Pactsskillseitimwhip=a job. These

the end of the race he finds his reward. How about the swimming program in

incentive to compete?

of practice have built up skill and know-how. Volunteers have pitelwd in to

ordination, free the body from elumsiness and uncertainty, and the mind

help iiarents and teachers. It takes patience, but the rewards are so great. Show

hours of physical training are alma the most important In his young IBC, And
the medal he wins is only a symbol Of his newly won belief himself,

them the fine pointswork with them. Let Man practice, Over (Ind over again.

is the novice categorythen the silverthe goldand finny. for the most

the winners receive their honors. Gold, silver and bronze.

competition. Only two-tenths of a second separates gold, silver and bronze,

capable of all, the champ. So throughout the special Olympies they'll be com-

there, and so is the opportunity to win.

school or through their community's recreation department, they have been
part of a physical fitness program established by the Kennedy Foundation nnd

performance. For those who can barely meet the established standards, there

Peting against kids of the same age whose skills are much like their own, Even
the youngest there can make the distance. Watch them go. The inventive is

tosses the ball 178 feet. That's almost good enough for tlw big leagues. And now

Olympics. But they've learned to pace themselves for the final kick, The

can do.

the American Association for Health, Physical Education and Recreation, They
can qualify for compet ition in one of five categories depending on their

forWard to every exciting minnte that lies ahead. Good luck to all of you.

of them have been learning and practicing throughout the year. Back home, at

all feel the same way about taldng part in these Special Olympics. I look forward

awards to win, uew friendships to be made. The spirit of the Olympics is as much
here today in Chicago as it will be next month in. Mexico City. I am looking

efforts for the mentally retarded, You will remember it was President Kennedy

the young Olympic competitors, And now the games are ready to begin,

finish line seems a mile away. In your hometown there are kids like these who
have probably never even rim a few feet. But sue what love and patient help

games possible.

to a (lay of tough competition, physical exercise, of learning new skills and
of plain good fun, These games are for you to enjoy. There are medals and

victims of our neglect." The special Olympics flag is raised, gold ou a field of
blue, and the air is filled with balloons, each one carryhm the name of one of

gressman Bob Mathiastwo-thue Olympic decathlon champion and finally, the

dent McFetridte, Ladies and Gentlemen, Olympic Athletes.

by a proud young runner. The flame iS lit. The flame of hope, symbol of all our

who said "although children may be the victims of fate, they will not be the

another Heisman trophy winner from Notre Dame. Me, Rafer Johnson, con-

winner at Ohio state. :Joey Glardelloformer middleweight champion of the
world, Paul Horntmgone of the all-time greats of the Green Bay Packers

chief coach of the special Olympics Apollo 8 Astronaut Jim Lovell.

Kennedy Foundation along with the Chicago Park Department is making these

He's trained bard for this 100-yard swim. It takes real heart n a stamina. At

The baseball throw. Every throw is owefnlly measured. Today's winner

The 50-yard dash. Shortest, yet severest test of speed in the special Olympics

It's not just luck or accident that wins the nwdals today. Long hours and days

There nre seven basic events in all. And each boy or girl can enter two, Most

There's action all over the field. The 300 yard runlongest race in the special

NARRATION (Hafer Johnson), The Olympic torch is carried down the track

Mrs. SIIRIVER. Members of the Clergy, Governor Shapiro, Mayor Daley, Presi-

Just being here today is one of the greatest experiences of my life. I know you

The flags are up. The Stars and Stripes,'llw Maple Leaf of Canada.
Mrs. Sargent ShrIver, President Kennedy's sister, speaks to the athlet.es. The
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The coaches are introduced. Olympic athletes of the pastgreat champions.
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CLINICS

NARRATION (Rafer Johnson). Throughont the day the coaches conduct clinics
sharing their skill and experience with these kids who want so badly to learn,

Worhl Champion Gary Erwin dazzles the eye with his grace on the tram-
poline. It looks easybnt It's not. Tlwre are bonnd to be spills and bruises,
lint Patience and a helping Imml work %yowlers.

Gymnastics for the girls. These exercises are tlw most demanding in coor-
dination and timing. They take practice, Someone to say "You ran do it'' and
to be there while they try.

The Chicago Bulls pro basketball team is out in force and the kids learn fast.
Break, pivot and shoot. A (dean basket. And another They learn onickly awl
they don't forget.

Retarded Glihiren on roller skates? Why not? It's inst a matter of putting
wheels on their feet. It comps as natural to them as to all kids. Whoops ! A spill
that collies natnral, toobut it only inirts for a second.

Now it's time for football practice. Pant Horming, Hopaiong Cassidy. the
Notre Dame Varsity, and other football greats. They're all here today to share
their knowledge. And the kids respond to their teaching with enthusiasm.

Time our for lunch. Sports whet the appetite. Even a container of milk tastes
better when yon've run your hardest race and eompetNi for tha t Olympic medal,

The international floor hockey match between two schools for the retarded,
The United States team from Chicago is coached by Stan Mikita of the Black
Hawks. The team from Canada is coached by the Toronto Maple Leafs George
Armstrong, Ile says he's never seen a group of kids play with more 'heart, yes,
they display fierce determination and fine sportsmanship. Good team work. Hard
bOdy contact. And with a goal in the final second, the game ends in a tie.

Now the final heat of the 50-yard dash, The long hours of training back home
pay off. A silver medal to go with the one for swimining. And a new sense of
accomplishment. Can you begin to imagine what this means to him? And to him?
Bnt first, someone had to recognize the need, organize a training program, and
let 'the kids stretch themselves beyond anything they'd ever done before.

The high jump. With each successfnl jump the bar is raised another notch.
Up and over. Another notch. I know the kind of determination that takes.
Today's champ winner clears the bar at just under 6 feet. Once he's accomplished
this, he'll he ready to tackle almost anything,

In the late afternoon as shadows fall across the stadimn, the young competi-
tors press on in hopes of winning the cherished prize. It's the kind of thing
other kids may take for granted, Nit until now retarded children have never
been counted in, The medals are not just for them. But for all the teachers and
volunteers and parents whose faith has made it possible.

A. parent's pride matches the joy of his child. A whole new world of success
has opened up for all of them.

And that's what these Olympic games are all about. A taste of success, where
before there was only failure. A sense of confidence in a youngster who has
known only frustration. And even those who have not won, will return home
knowing that they tried. Throughont the year, they'll be able to praetice and
improve, and next time they'll be ready to try Oven horded.

(PARADE)

NARRATION (Rafer Johnson). The last event has ended. The final race is nm.
It's been a long day wider the hot sun. But a day they'll always remember.
Back onto the field they march for the final special Olympics parade. Now in a
large Circle of friendship, they join in the Olympics tradithnal Auld Lang Syne
soling, "till we meet again" to the new friends they've made, to tile competitors
they've conw to know and respect, through sharing the high 'adventure of giving
their best.

Health, fitness, competition, funsure, The Special Olympics has all these
and more. But it's that seed of success that counts the most. A little seed, maybe.
Ana one that needs much mirturing and care. But once planted, it will grow.
Success will intibl on success. First on the playing field, because that's where It
comes easiest and most naturally. Then at home. At school. And later on in the
adult world,

Is there a child in your life. in your home town. who is standing on the side-
lines just watching the others? Take him by the hand, give him the chance to



232

run his race. To win his prize. Give him an Olympic-size dream. Give him a
dream to grow on.

(Back to infer Johnson an(I end with "I Can Do It.")
Dr. Comm I would like to indicate that considerable thought and

wisdom have
''onne

into the writing of this legislation. It, is certainly
wise to broaden the mission of the orighial Facilities Construction
Act from mental retardation alone to developmental disabilities, in-
cluding cerebral palsy, epilepsy, neurolocrical impairments, sensory
defects, or other chronic, physical, or meneal impairments originating
during childhood.

These conditions have a similar causation. They originate from
genetic abnormalities, from metabolic disturbances, from defects
acquired before or during the birth process and in subsequent years.

In addition, they require, for correction or amelioration, very simi-
lar services such as appropriate psychological diagnosis, neurological
services, physical therapy, and special education. I think we will be
able to demonstrate this very clearly to you today.

Title I has my wholehearted support. The proposal, I,believe, will
effect a consolidation of services which have been too long scattered
and separated on a basis of disease entities which are not truly sepa-
rable. It will permit States to plan, in a coordinated fashion with
adaptability and flexibility, proper programs for the whole range of
the handicapped, rather than for only one or two groups.

This, then, will result in a significantly more economical use of
funds so that complete treatment and evaluation facilities for each
of the disease categories will not, have to be developed; rather, joint
usage will be required.

These cemnuinity developmental disability centers will be manned
by teams of physicians, such as pediatricians, neurologists, and psychi-
atrists; of social workers, nurses, rehabilitation specialists, and edu-
cators. How will these teams be made up? How will the members be
trained? How will they be constantly upgraded in the care of patients?
How will various team members properly understand their own role
in relation to the other members of the team?

It is a well-known fact that there are three major steps in the
training process : (1) Recruitment through the creation of interest in
a field, (2) the installation of theoretical information, (3) in-depth
practice. The first step must be carried out with young students
before a career choice is made.

The only plactical way that this can be done is through universities
enlisting students on a part-time basis in combined academic mid
service activities. Theory during the training must be imparted by
people of academic stature who can appeal to the intellect of the
trainees. In-depth practice must, be given with team approaches that
serve as models for future operations.

It. is, therefore, completely reasonable that this legislation have, as
an essential component, title II, entitled amendments to part B of the
Mental Retardation Facilities Construction Act. If title II is to be
approved, there are two major questions which must be answered:
Why should university-affiliated facilities for the mentally retarded
be training centers for personnel who will man the community develop-
mental disability activities; and, why should the training that, is to
be given at the university-affiliated facilities be interdisciplinary in
nature?
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I feel I can speak with some authority on these two issues. Johns
Hopkins has had a university-affiliated facility in active operation
since 1967 and I am presently acting director, in addition to my other
duties as 'chairman of the Department of Pediatrics. What we are
doing is comparable to that. of actual proarams or anticipated pro-
grams in the 18 other centers, even thougli there nmy be some very
worth wh i le differences.

Therefore, I would like to speak from our own experience at The
John F. Kennedy Institute for Habilitation of the Mentally and
Physically Handicapped Child and use it as a model for other
university-affiliated facilities.

From the standpoint of providing service to the handicapped, we
have eared for about 400 children as inpatients and at least double
that amount on an ambulatory basis. Each case is handled in the
following way. Prior to admission, the child's reports are collected
from the referring agencies.

Physicians, psychologists, other hospitals, even school systems pro-
vide us with as much information as possible on the patient's par-
ticular kind of disability. If the Admission and Discharge Committee
believes that, the Kennedy Institute can be helpful to the patient and
to his family, and, if the case is of value from the standpoint of train-
ing personnel, the case will be accepted.

On admission, the child and his family are seen by representatives
of the two major divisionsthe biomedical and the behavioraleach
equipped with adequate scremiino. tools for the detection of defects
pertinent to each of the particular'-disciplines of the Kennedy Institute.
For example, information is obtained that is useful to ascertain the
importance of social service, of psychology, of nursing, of occupational
therapy, and of physical therapy to the particular patient so that a
tentative diagnostic and treatment pathway can be obtained which
is of optimal value to the patient and the family without, marked
duplication of ser vices and unnecessary examination.

I have seen facilities where staff have not been developed in such
an interdisciplinary manner and where every child is subjected to the
same examination. In such a setting, I have seen a child receive an
extensive speech and hearing examination, even though his mental
age is only 2 or 3 months.

At the Kennedy Institute, the disciplines that, can contribute to the
particular case study the patient for a period of days. They then pool
and compare their information in a major habilitation conference
and the patient is assigned to a subsequent major discipline for thera-
pentio approaches which are monitored by other disciplines to ascertain
the degree of improvement in relation to expectation. After it period
of weeks, when specific therapeutic measures have been worked out,
the family and representatives of community resources, such as com-
munity schools, social work prourams, and day care facilities are
brought, in to learn the therapeutic approaches which can be applied
specihcally for that child in his home enviromnent.

The Kennedy Institute has carried out a very substantial training
program. Formal lectures and gonferences are held regularly through-
out each week rather than on a monthly or yearly schedule, as was
the situation several years ago in the usual university environment.

In the past year alone, we have trained over 175 nursing students,
over 50 students in physical therapy, five psychiatrists, four psycholo-

o)eq
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oists
)
17 special education teachers, nine social work students, 30 mccl-

ical students, 24 residents in pediatrics, live full-time pediatric fellows,
and almost 75 students in speech and hearing.

In addition, extensi ve course work has been given for clinical pathol-
ogists in ffenetic and biochemical detection for ffraduate students in
Occupational therapy, rehabilitation, and for specialists hi library
sciences.

The number alone do not express the contributions wliich the
university:affiliated facility has made from the training point of view.
Each discipline has had intensive technical training in its own area;
but, in addition, as an example, the physical therapist, has learned
how his or her activities can complement, the activities of thepsychol-
wrist the behavior modification specialist, the neurologist., and so on.

In this way, gains made by one therapist are not eradicated by the
efforts of another. For instance, a child who is undergoing conditioning
procedures for improved socializationso that. the family can iive
peacefully while the child is in the homepresents a particular prob-
lem : f the personnel carrying out physical therapy of that child do
not follow similar principles of behavior modification and reward.

In the process of learning, the psychologist, learns the role, of the
speech therapist in the treatment of the handicapped so that, if he
becomes the primary referral source, as may be the case in the com-
munity, he can wisely- choose the appropriate specialist. The pedia-
trician must learn the contributions of the educator. Likewise, if a
retarded child is brought to a special educator, he must, have an
appreciation of the disciplines to be involved.

The Kennedy Institutes impact on stndent attitude at present is in
contrast to the experience of an instructor in public health after con-
ducting field trips for mediCal students to an oversized residential
facility for the retarded.

I quote from this paper :
Part of the shock of students who visit this facility may be related to the

experience of being confronted with so many problems at once. The physician
is confident that Ile has certain specific measures to offer an individual patient
in discomfort : when the student is faced with a large number in severe distress,
he is extremely uncomfortable merely because of the numbers. When students are
interested in such a facility, they go thrgely as spectators rather than as
physicians.

By comparison, over 25 percent of the students at johns Hopkins,
in the course of their medical school experience, choose work m the
Kennedy Institute in preference to other exciting experiences in the
care of acutely-ill patients or patients with other diseases than those
with chronic disability.

In the research area, major emphasis has been on the development
of new treatment strategies, new medical rehabilitation approaches,
and new forms of special edncation with careful comparisons of treat-
ment benefits. For example, we arc interested in studyhig, in a given
patient, whether or not behavior modification will produce greater
social benefit or greater educatonal benefit than more conventional
approaches.

One study of Nrticular hiterest and importance to education is that
of the talking typewriter. This is an instrument, that, costs approxi-
mately $40,000 with several thousand dollars annually for soft ware.

'f)
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We know of one school system which has purchased about $.2. million
worth of these.

A controlled experiment comparing this form of remedial vending
for the handicapped with other forms- has indicated the advantage, in
the pilot program at. least, of a Inman teacher over the machineand
at approximately one-fifth of the cost. Other comparative treatment
programs are underway which could have equally startling. results.

The university-affiliated facilities have had an even more important
role than simply these program objectives. Essentially, they have been
unifiers of the university. They are a. kind of mini-university : it meet-
ing ground, a point of convergence for the medical sciences, the be-
havioral sciences, and the educational sciences. Unless these three areas
concentrate their efforts in a coordinated manner, relatively little
(rain will be obtained by each carrying out his own inhependent efforts..

The university-affiliated facility is a meeting ground with a common
concern for human beings in need of assistance. This need is strong
motivation to effect cooperative and coordinated work. In this recrard,
the university-affiliated facilities have served as the major cenrer of
interest for the mentally and physically handicapped child in the
academic community and in the general community along with the
Kennedy Foundation and the National Association for Retarded
Children, as Government over the last 4 years has demonstrated a
dwindling concern for the wen-being of the retarded.

The university-affiliated facilities are also proving to be a focal point
for educational approaches to difficult chronic problems in our society.
They are also serving as proving grounds for the training of indi-
viduals in team practice.

Despite the serious financial limitations at the present time on medi-
cal institutions, the Johns Hopkins University as a private institution,
though feeling very seriously the cutbacks in support by the present
administration, is still giving considerable financial support to the
Kennedy Institute. In 1 year alone,the medical institutions have con-
tributed over one-quarter of a million dollars in in-kind services and
dollars to that facility.

More importantly even than this strengthening of internal univer-
sity interest is the role that the university-affiliated facility is playing
as a link to the community. It is essentially the bridge between the
university acadenilcians, and the comnmnity practitioners and fam-
ilies. It is a presentation of academics with relevance.

First, it is a trainincr resource for personnel from conummity pro-
grams, for public healtri mirses, and for black students in special educa-
tion at Coppin State College who will provide the major special
education resoarce to the city of Baltimore.

It is a public information facility where activities for the retarded
can be centralized, a meeting ground for parents' groups, and a center
for State program planning. It is a training facility for the community
with Neighborhood Youth Corps working on weekends and through
the summer. It is the focus for a new careers program where poor
people of Baltimore are given the opportunity to enter the health
professions.

These people are guided up a career ladder beginning as trainees
to be a child life nmnager who is responsible, for assisting the retarded
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in social skills. The next step for such workers is specialization in areas
such as occupational therapy and physical therapy; or, working as
psychology aides; or, in obtaining associate degrees through coin-
inuMty colleges. Further educational progress may involve degree-
granti ng colleges, and, eventually, professional schools.

It is a center for the training of day-care workers and for pedi-
at ricians who come from practice to learn how they can better manage
the retarded. It is a summer school for teachers who wish to learn more
about the biomedical as well as educational aspects of the
liandfcapped.

../1..nd finally, it is a service facility for the community where 'children
with severe educational problems may be brought to our school on a
daily basis; where cerebral palsy clinics of charitable groups are con-
ducted; and where the cleft palate clinic of the Jolms Hopkins Hos-
pital meets as Well as the child neurology clinics. In essence, it is a
court of last resort for families seeking the most advanced medical,
behavioral, and educational information for their child.

Our role, then, as we conceive it, is to develop new techniques of
screening, new approaches to diagnosis, new methods of treatment, new
ways to family education, new procedures in genetic counseling, new
careers for personnel, and new disciplines to assist the retarded and
handicapped. I believe the university affiliated facilities are succeeding
in this role.

The second question which I raised is why should training be inter-
disciplinary? What are the advantages of this seemingly expensive
approach? Actually, the advantages are largely in the greater economy
in the use of resourcesfor the family, patient, and community.

It is to assure that there is greater efficiency in assisting the child.
Interdesciplinary means that one discipline must learn how to use, to a
degree, the tools of another discipline, and work with that other disci-
pline to develop some optimal path for the treatment of the child.

We, in no way, mean to disparage the efforts of others in training,
but if one analyzes the experiences which a trainee at the Kennedy
Institute receives in psychology, for example, one can see that he
learns the role of the neurologist., of the psychiatrist, of the educator,
and the abilities and limitations of the physical therapist. He develops
a realistic appreciation of what can and cammt be accomplished.

This is absolutely essential since so many of the handicapped reach
treatment facilities by way of singular members of the scattered health
team. For example, a teacher may be the major source of referral, or,
perhaps, a publ lc health nurse.

Let me illustrate some of the problems associated with this approach.
An 18-year-old child, tbe daughter of an important family in this
country, is being admitted to the Kennedy Institute this week. This
child has a severe bearing disorder as well as some neurologic dysfunc-
tion. She was subjected to speech therapy for 81/2 years despite the
fact that the major deficiencies are in the prevocational and intellectual
areas.

Not only was this a waste of financial and human resources, but
valuable time has been lost that could have been put to far better use
if more realistic expectations on the part of the people making the
earlier referrals had been carried out.
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What, then, should these centers be? They must be administered in
a way that permits them to interrelate as much as possible with the
community developmental disability facilities. They must be consulta-
tion centers for the satellitegroups in the community which will carry
out a large part of the service programs for the handicapped.

They must be comnmnity training centers which train persoimel
for the satellite units and provide subsequeat inservice training. They
inust be community research centers that can develop tbe essentials of
better treatment and pass on this information to community programs
for mmediate application.

From a cost-benefit standpoint, there is impressive evideme of what
can be accomplished for the handicapped through these university-
affiliated facilities. Yet, for those members of our society who are
skeptical of the value of any efforts made for the handicapped, it is
appropriate to point.out what may be accomplished hi terms of real
benefit for the hormal child.

Historically, medicine has learned a great deal of what is important
for the normal from the study of disease. For example, the study of
diabetes has contributed a great deal of information concerning normal
carbohydrate metabolism. The study of cretinism, a bizarre form of
retardation studied many years ago in Switzerland, demonstrated the
role of the thyroid glana in normal people.

The study of inborn errors of metabolism has provided information
on the normal chemical pathways of the body. The study of Mongolism,
or Down's Syndrome, I believe, will contribute very significantly to our
understanding of the aging process. Likewise, in the study of learning
problems of the handicapped, much information can be obtained which
will be valuable in understanding the normal chikL

For example, an appreciation of the existence of individual variation
in learning abilities is absolutely critical to the most effective use of
our educational resources. Individual variation is a concept which has
not been fully appreciated by education and which comes from the
study of individuals with disability.

Conservative estimates of so-called normal schoolchildren with un-
usual profiles of intellectual capabilities vary from 15 to 25 percent.
Optimal education of these normal children requires individual teach-
ing methodsthe development of what might be called prescription
teachingto exploit the child's areas of strength and to attempt to
bring his areas of weakness up to a nonnal level.

It is essential that adequate scientific epidemiologic approaches in
the description of learning disabilities be developed -so that communi-
ties can plan and experiment with di fferent types of resource allocations
which ensure that our educational dollar buys a maximum education
for all pupils over tbe spectrum of abilities ranging from the mentally
handicapped to the child who is quite intelligent but has only specific
learning disabilities.

Another example is in the area of psychiatry. The study of the basis
for the strength of a family facing severe adversity can lead to
hnproved ways of assisting the normal family to be prepared for
hardship. Likewise, in the area of behavior modification, the use of
conditioning procedures to remove unacceptable behavior has obvious
application for normal child-rearing practices in determining the
importance of rewards.
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I should like to make sure that, within the legislative history of this
bill, there is proper concern for the financial support of these centers.
The construction funds should be allocated in.a way that will permit
optimal support of comimmity resources. This will entail a careful
programing to ensure that there is adequate geographical distribution
of the university-affiliated facilities.

Facilities must be built in locations and at university centers which
will provide maximum support for regional or State commmuty pro-
(Trams. In addition, the funds which are authorized for support, are
absolutely minimal and are a long way from being optimal.

I believe that the support of these facilities must be in four categories.
First, sustained dollar support over a period. of 5 to 10 years for

direct cost and administration. This would provide for core activities
to insure that there is continuity of staff from year to year which can
lead to progressive improvement in programs.

Second, there shouM be dollar support for specific programs which
comes from established agencies awarding funds in competition with
other training, demonstration, and research activities. It is extremely
important to assure that these centers are not excluded from snch sup-
port programs because of the core support to which I referred..

Third, support of indirect costs must be adequate to insure universi-
ties and their affiliated facilities are not depleted of resources in the
process of maintaining the high cost of the programs I have indicated.

Fourth, there must be money for development so that emphasis can
be placed on new methods of operation. I believe these funds should
come from the efforts of the university-affiliated centers themselves
through the recovery of monies for services performed, and should be
used only for professional research and teaching just as universities
use new funds to develop new programs. Such a mechanism will pro-
vide incentive for the acquisition of appropriate funds for services
rendered.

These four support efforts must be for all elements of the center, not
just the biomedical, or the educational, so that, maximum balance can
be obtained and maxinmm flexibility in the use of funds can be made
possible. At the present time, there is a very serions imbalance wInch
compromises the interdisciplinary approach.

Either the biomedical snpport in some facilities is grossly under-
developed and undersupported, or the educational support is seriously
compromised, as is the situation in most of the facilities. Indeed, what
has developed is competition instead of cooperation in acquiring funds
for the major areas of the program and this competition has seriously
limited development.

Methods must be found to reward joint activities so that divisions
with educational responsibility and divisions with biomedical re-
sponsibility can be encouraged to work together. Likewise, centers with
major emphasis on one or the other can also be encouraged to cooperate.

In conclusion then, I feel this legislation has great merit. Is seems
that the only way community programs, which are demanded by so-
ciety, can be effectively implemented and improved on a year-to-year
basis is through the parallel development of the university-affiliated
facilities.

As a way.of illustrating the particular accomplishments in a some-
what grapLic manner, I have asked some of the staff of the Kennedy
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Institute to accompany me to present, very briefly, a few case examples
of the kind of service programs upon which the framework of training
and research are built.

Accompanying ine is Dr. Arnold Capute, who is deputy director
of the Kennedy Institute, and he will present these cases. I appreciate
the opportunity to appear before the committee and I hope that the
legislation will be successfully enacted.

Senator, ye have some video tape and sonic parents have been good
enough to bring the children in so that we may have some opportunity
to see the contrast between the way these children were before they
came to the Kennedy Institute and their present behavior.

STATEMENT OF ARNOLD CAPUTE, M.D., DEPUTY DIRECTOR, JOHN F.
KENNEDY INSTITUTE FOR HABILITATION OF THE MENTALLY
AND PHYSICALLY HANDICAPPED CHILD, IONS HOPKINS UNI-
VERSITY, BALTIMORE, MD.

Dr. CNPUTE. We have three cases from the John F. Kennedy Institute
depicting developmental disabilities. The first to be shown is little
Cynthia Evens, a 5-year-old female, first admitted to Kennedy In-
stitute at 312 years of age. The developmental disability was absence
of the sacrum and lower himbar spine.

Associated with this she had, shriveled legs and when admitted Cyn-
thia walked on her hands which was felt esthetically not acceptable. It
was a long drawnout process for the psychiatrist, pediatrician, the
physicians of the community, and others who had shared this respon-
sibility, for the care of the child, to have a conference with the

When I was in medical school I would have seen this child with one
disorder, mainly physical, with a one channel approach, orthopedics.
She would have had occupational therapy and physical therapy under
the supervision of ail orthopedic surgeon.

Tod-ay, we know that developmental disorders frequently involve
more than one system. When Cynthia was admitted to the Kennedy
Institute, the main problem initially was the lower extremities. The
decision was that her legs should be amputated and that she be fitted
with a bucket-type prosthesis having two artificial lower extremities.

The parents were not convinced of this need. Since many of the dis-
ciplines working with Cynthia were running into a stone wall, we
recommended that she see Dr. Aikens in Detroit, who performed sev-
eral of the original operations (less than eight have been done in this
country). We welcomed the Evens family not only to speak to Dr.
Aikens, but to see other children who had this operation a year or
two previously and to see how they had progressed.

This trip greatly assisted the family in arriving at the decision that
the child shotild be operated.

On admission we also noted that Cynthia lacked the necessary nerve
supply to the urinary bladder. For children to attend special educa-
tion classes in Maryland, they should be dry. The family went along
With our recommendation ; the urinary diversion procedure was per-
form and Cynthia now has a urinal bag which she empties periodi-
cally unassisted.

V
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While the mother looked upon the lower extremities and urinary
bladder as the most important habilitation procedures,. the Kennedy
staff felt the learning disorder discovered upon admission, was to he
the most important aspect of her habilitation. It is this type of leap-
ing disability which hopefully through institutions like the unversity-
affilated centers, with pediatricians working with psychologists aml

ieducators, will devise a teaching method to greatly mprovethis devel-
opmental disability by special teaching techniques. This is a, bright
little girl with a normal IQ however she does have a.scattering of
numtal abilities, which is commonly associated with learning disability.
I would like to go on with the pictures if I may. They are most
dramatic.

Film commentary : Here she is at the beginning. Tins is the way she
walked around. Born with congenital absence of lower lmnbar spine
below the level of 14-2, and absence of the sacrum. She has very small
deformed legs with mnsele wasting. She mint bear any weight on her
legs and gets around by walking on her hands in this manner. You see
her attempt at walking. She does not bear weight on her legs, although
she can move one in front of the other. Neither leg can be straightened
more than seen in this picture.

Several years of attempts at therapy have been tried. With braces,
crutches, various types of apparatus, but she has still been unable to use
her legs to walk. She gets around the house on her hands, gets in and
out of the wheelchair herself. At the age of 4 years and 7 months, both
legs were amputated just below the hip joint. She was then fitted with
a bucket type prosthesis. She carries all her weight now at the top
of the bucket, which rests on her chest wall. These legs have freely
moving hip joints aml freely moving knee joints to allow her to sit
hi as normal fashion as possible.

When standing and walking the knees and hips are maintained in a
straight position through the efforts of the child putting the weight on
her feet in the proper manner. She has been trained to do this and has
done very well. This is an adult size chair she has just gotten into.
She manapd to put her crutches on the side where she can easily re-
trieve them when she is ready to get up.

She is.able to completely remove her clothingt get out of her bucket
prosthesis and get into bed, which she does daily at home, she com-
pletely takes care of dressing and undressing and getting in and out of
bed.

There is the urinal bag.
You can now see the top of the bucket prosthesis which she slips into.

The prosthesis is held in. place with two shoulder straps which she is
now removing. Due to lack of bladder control, she has had a procedure
for an ileal loop. She 110AV removes the bag which holds the urine from
inside her prosthesis. She will now get ont of the prosthesis and into
bed.

This demonstration was held in one of our three apartments where
pamits come to observe the disciplines working with the child.

She can then get out of bed and completely dress herself. She is able
to manage her own bag, take herself to the bathroom, open and drain
the bag and replace it correctly.

Senator KENNEDY. Doctor, I just wish my children could see that.

gr-: 4-1
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Dr. COOKE. We hope we can put together a film sometime that will
illustrate this for the general public. I think kis really remarkable.

Dr. CAPUTE. Here you have seen a child who initially was managed
by occupational therapy, physical therapy, orthopedics and soon after
social service, psychiatry and pediatrics were brought into the picture ;
after the lower extremities were amputated and the bucket prosthesis
applied, occupational and physical therapy were once again brought
back. She has worked with this prosthesis for the past 21/2 months and
you can see how well she is doino.t". Now she is almost 6 years of a.ge and
approaching the school years.The learning disability will receive
guidance by the educator.

Dr. CAPUTE. Did you want to say anything, Mr. and Mrs. Evens ?
Mrs. EVENS. Na anything particular except how much we appreci-

ate Keimedy and what they have done for us.
Dr. CAPUTE. Any questions at all ?
The next case presented is Vicky Limit. A tragedy occurred to Vicky

in May of 1968, at, which time she was in an auto accident. and sustained
injury to the brain.

Conunentary. July 15, 1968, Vicky is 81/2 years old. She was admitted
to the Johns Hopkins University on May 10, after an automobile
accident.

This was May 1968. At 81/2 years of age she was in an automobile
accident. Vicky came to the Institute 2 months after a. severe automo-
bile accident. One of the values of the ITAF's is providing a facility
where experts can be called in on the initial phase. A.bout a month after
the accident, while she suffered from a severe neurological deficit and
her condition was stabilizing, the occupational therapist and physical
therapist, and pediatrician from the Kennedy Institute were asked to
treat Vicky, to initiate therapy and to make preparations for her trans-
fer to the Keimedy Institute for further habilitation.

She was neuroiogically impaired to the point where she bad little
use of the four extremities. Her handicaps have markedly improved
with the invaluable assistance of the occupational and physical
therapists.

Accompanying her physical disability was mental impairment She
is now functioning in the high educable range but -with some scattering
of her mental abilities which indicates a learning disability. After the
remedying of the physical disability an educational profile was worked
out. She was given 1 to 1 instruction by the educators on an inpatient
basis and soon was transferred to the outpatient special education
school at the Kennedy Institute. Here you see Vicky jumpino- rope and
here.you see demonstrations of 1 to 1 teaching. Subsequentfy, she was
put in a °Toni) as noted in the audiovisual taping. As of now ber IQ
in in the''80 range (dull-nornml) and her speech has improved con-
siderably. The habilitation procedures were carried out, by the various
disciplines. Hearing and Speech worked with Vicky to improve her
with her speech and language disabilities.

Senator KENNEDY. fIew do you like school ?
Lixcii. It i all right.

Dr. CArirrE. Tlm lext. patient is Johnny Sarsfield, approximately 10
years old, a boy, w o cAnne to the Kennedy Institute at age 7 years, 5
months, with diagnosis ranging from early childhood schizophrenia,
'infantile autism," to profound mental retardation. Johnny was seen
by the various disciplines and wits felt to be profoundly retarded.
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The major manager in his case was the behavioral therapist (psy-
(hologist). Johnny came to us with three main problems. One, antiso-
cial behavioronanifested by chin banging to the point where he would
lacerate his chin and he was a, head banger. He could liot, function
along with his peers because the school from which he came could not-
tolerate his type of behavior.

Thcother problem was developing; self-help skills. At Hopkins we
also remember the word "TED," toileting, eating and dressing. We
always phase in on these three things. Most important is social com-
munication. This was a noncommunicating child who did not talk. The
psychologists2 (behavioral therapist) took: him in hand and along with
the multidiscipline approach set up prescriptions for nursing, hearing
and speech pediatrics and the other disciplines toi work with John.

We will show the movies now to depict what accomplishments
have been made. At the present time he has been enrolled in a school
in Montgomery County in a trainable class.

(Film)
Hem is Johnny initially. You see him banging his chin. He has a

scar, evidence of tratuna. Initially he was taught imitative speech.
Now he speaks spontaneously in a functional manner.

It is important for these children to make their wants known, so
that they can interact with the environment and develop to their
maxinmm. In other words, if he didn't talk, he would be tothlly
ignored.

Dr. Comm He is being conditioned to respond for each appropriate
bit of speech. So he learns words. These are essentially reinforced.
This is the enforcement. We didn't have much therapy there. This
is at the time of discharge from the Institute.

This is a child with utterly no speech whatsoever.
Mr. SARSPIEIM (father). I think it might be well to point out that

up tmtil the time that Johnny was 7 years of age my wife and I had
tried desperately to teach him ourselves. He had been in a 3-year pro-
granh in a private school in Washington. He did mit qualify for the
school that he is in right now in Montgomery County; he was func-
tioning at too low a level. In May of 1968 he was admitted to the
Kennedy Institute and was discharged in August of 1969. In that
short period of time he has developed to the point where now he
is qualified to enter the school and is a more functioning member of
the family. I think that this little child represents the light that
President Kennedy spoke of, lighting the darkness with one candle,
because we see here this child is living evidence of coming from a
nonfunctioning human being to what he is today, and will continue
to develop.

The young man you saw working with hhn is learning at the
same time. That was Dick Blair. All of these men have been trained
to do what they have done to John. But in doing this they have so
much reinforced themselves and they themselves will go out and
spread their techniques to other people and other educators. It will
then be a foundation by which many other children like Johnny
can be helped.

We would like to thank the Kennedy Institute, Senator, you and
your committee, and we sincerely hope that the fund will be intit.h
available to make more instihites such as the one in Baltimore avail-
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able to other people throughout the country. Thank you very much.
Dr. COOKE. Mr. Chairman, that completes our testimony. We are

very appreciative for the opportunity to appear here. I am very grate-
ful to the families who have come this morning.

Senator KENNEDY. Dr. Cooke, I think there is very little to ask
you after your very impressive formal testimony and your splendid
mid moving case presentations. In your formal testimony you have
given what so many of us in the Congress have asked for in the past
an evaluation of the program. You touched on a large number of areas
in which I was interested, and you told us how the university-affihated
centers are helping the children to help themselves. There is very little
that can be added to the eloquent testimony of the youngsters who
appeared before us today.

There is perhaps one final question, and that concerns the level of
funding of the ITAF program. Based upon your background, your
knowledge of the potential of other universities around the country
to develop these programs, the interests they have, and the cost of
doing so, do you have any judgment as to the funding levels that
an recommended in this legislation ?

Dr. COOKE. I think the funding levels are absolutely at the lowest
possible level compatible with a construction program that will have
real impact throughout the country. I think it is anything but extrava-
gant from the standpoint of the support of the university-affiliated
facilities. I do seriously wonder whether or not the operational support
is adequate. I believe that it is difficult to mount a program for a
university-affiliated facility comparable to what we are trying to do
at Hopkins for less than $2 milhon a year, per center.

If one does the arithmetic, the amount of money that is available
is very grossly inadequate. Now what is possible, of course, is the
supplementation from other programs, sources, training funds in vari-
ous disciplines, but I do believe the whole support is very nmch limited
and should be increased if possible. Of course, there is a tooling up
period for the other centers during which relatively little in the way
of operational monies are needed.

But the four points which I made as to the various ways of funding,
I would hope could be implemented in some way. There is more
support needed and it has to be substantial. There ought to be funds
available from other programs for training, research and demonstra-
tion open to these centers on a competitive basis, on a project basis
essentially.

There needs to be adequate support of the indirect cost and there
should be an opportunity for these centers to, in a sense, capture funds
in a service activity such as providing services to the States. At the
present time, at the Kennedy Institute, every penny that we take in
goes to reduce our grant from the Federal Government so there is
absolutely no gain. We just simply run in place as far as any addi-
tional funds for development is concerned.

Senator KENNEDY. Would you explain that please?
Dr. COOKE. Yes. We have a grant from the Children's Bureau that

supports the service activities and training activities. If we take in
approximately $350,000 in income from services rendered such as those
paid for by Blue Cross and Blue Shield, we receive money from under
title XIX for the care of indigent patients, we receive money from
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the State Crippled Children's programs, making up the $350,000.
Every penny of that $350,000 returns to the Federal Government to
reduce the size of our grant so that we have no way to have any kind
of development fund whatsoever for the improvement of programs.

That, I think, is a situation which ought to be rectified in the future.
I think some development moneys are needed and if there is income,
some of that, at least, ought to be used for professional training and
research, just as it is in most university medical centers.

Senator KENNEDY. I don't know wheLher you are familiar with Mr.
Black's comments yesterday on behalf of the Administration. Is there
anything in his proposal you would like to discuss, particularly as it
rel ates to the u n i versity-affil iated centers ?

Dr. COOKE. As far as title I is concerned, I really agree completely
with what Mrs. Boggs has said. I think there is a belief that the gen-
eral programs of health care, for example, can meet the problems of
the retarded, the regional medical programs. It has been my own ex-
perience in working with these that emphasis on the killing diseases
heart disease, cancer, strokethe killing disorders, will literally over-
whelm any programs for the mentally retarded where this is not really
in the power structure of medicine and, for that reason, it is terribly
important that specific categories of support be retained.

Furthermore, as regards the university-affiliated facilities, I don't
care what program is going to be mounted of a service type, trained
personnel will have to be available and they are very, yery inade-
quately trained and in very short supply at the present time. So, with-
out the university-affiliated facilities I can't see where the adequately
trained personnel are going to come from to even meet the service pro-
grams which the administration says it is coming out with.

So that I think these are an essential part of any of the Government
programs, even the limited ones of the administration.

Senator KENNEDY. Dr. Capute, would you like to add any com-
ments?

Dr. CAPUTE. No, I think Dr. Cooke has summarized it very well.
Senator KENNEDY. Let me commend you both for your testimony.
ain really heartsick that the other members of the conunittee did not

hear it. I don't think any of us would have any problem at all with any
ofthis legislation if we all could hear and see what we saw and heard
this morning. We will try to carry this message to them and do the
best we can. Thank you very much, gentlemen.

Dr. COOKE. Thank you.
(The prepared statement of Dr. Cooke follows :)

PREPARED STATEMENT OF DR. ROBERT E. COOKE, PROFESSOR OF PEDIATRICS AT THE
JOHNS HOPKINS UNIvERSTPY SCHOOL OF MEDICINE, BALTIMORE, MD.

Mr. Chairnutn, Senator Kennedy, members of the Senate Subcommittee: I am
1)r. Robert E. Cooke, Professor of Pediatrics at the Johns Hopkins University
School of Medicine; Pediatrician-in-Chief, The .Tolms Hopkins Hospital; and,
presently Acting Director of The John Kennedy Institute for Habilitation of
the Mentally and Physically Handicapped Child. I was a member of the Presi-
dent's Panel on Mental Retardation muler President John P. Kennedy ; subse
quently, I was a member of the President's Committee on Mental Retardation
under President Lyndon Johnson ; and, until very recently, a member of the
same Committee under President Richard Nixon. I am the father of hvo severely
retarded children, one of whom died three years ago, at the age of 17, Ntill unable
to walk adequately or talk at that time.
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I am appearing ill support of Senate Bill S. 2840, just as I had the pleasure
and privilege to appear in support of the Mental Retardation Facilities and
Community Mental Health Centers Com action Act of 1963. As a professor, and
as a consultant to the United States Pn Health Service, and later, as a con-
sultant to the Social and Rellabilitatk. Service,s Administration, I 'have had
the opportunity to view the accomplishments of that act. It led to the creation of
mental retardation research centers where concentration on the cause and pre-
vention of serious developmental disabilities, as well as research on diagnosis and
treatment, has been carried ont.

Since that time, successful work has been carried out on projeets such as
rubella, and such as the various genetic and chemical abnormalities which pro-
duce serious retardation, now called inborn errors of metabolism.

When the previous legislation was passed, there were some 25 serious disorders
of unknown cause. It is now known that these are caused by a specific chemical
abnormality. Approximately one dozen of these can now be treated through ellemi-
cal, dietary, or other means.

These research centers have given u.s adequate information to detect the
earrier state of serious genetic problems. For example, there is one condition,
the Lesch-Nylian Syndroine, which Ias described by and named after two phy-
sicians in my department. These doctors have shown the presence of a disturbance
ill uric acid metabolism, somewhat similar to that producing gout, but, in these
eases, associated with a very severe from of retardation, with self-mutilation as
one of the most striking symptoms, as shown in these photographs. It is now
possible to determine the carrier trait of this condition ill the female with rela-
tively siluple tissue culture approaches, not unlike those used in the screening of

ntibio tics.
There has been progress on tile development of analytical networks through

which, essentially, every family with genetic disease of a serious nature may,
ill some way, be assisted in appropriate diagnosis regardless of their geographic
location.

The community service facilities that were described in the original legislation
have permitted extensive expansion of services to the retarded. Workshops have
been built ; diagnostic and evaluation centers have been created; special schools
have been initiated. These advances can be adequately documented by the ad-
ministrators of the construction program. The training centers, or university-
affiliated facilities hate now been developed. Nineteen are in active operation or
ill the process of construction. These community resources have perinitted the
development of new coinmunity-based service programs in health, in rehabilita-
tion, in day care, and Ill special education, especially for the younger child.

The existence of community centers for the retarded has provided an oppor-
tunity for a private foundation, the Joseph I'. Kennedy, Jr. Foundation, to
develop a nationwide Special Olympics program that has channeled the energies
of parents, volunteers, and milununity workers into permitting the retarded to
show what they can do.

The Special Olympics program is serving as a motivational "framework" within
which physical Nlucation, recreation, and sports activities can take place. Specifi-
cally, Special Olyinpics (a ) provides motivation for the initiation of physical
education and athletic programs where none exist ; (b) provides supplementary
materials which will aid those currently conducting such programs ; (c) pro-
vides opportunities for athletic competition through local, state, regional, and
international Special Olympics ; (d) gives each retarded child a "feeling of
belonging" by offering him membership in a national athletic club with member-
ship certificates; periodic newsletters, etc ; (e) instills a "sense of pride" in the
retarded child by giving him a chance to win an award, be honored at a school
assembly, or have his picture in a newspaper . . . by giving him a chance to
know success.

III its first year of operation, Special Olympics (1) involved over 500,000
children hi 40 states a lid Canada, ill eight regional games, 18 statewide programs,
and more than 400 local olyinpics ; (2) involved over 40,000 volunteers at local,
state, and regional levelsmost of whoin had never before worked with the
retarded ; (3) received official endorseinents of the governments of 13 states,
thereby allowing the inclusion of Special Olympics in hundreds of special school
programs.

One of the best ways to appreciate what can be aceomplished is to show the
film made on this recreation program. Time will not perinit this but I would like
to ask that the script of the film, "A Drealn to Grow On," be included in the
record.
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I would like to indicate that considerable thought and wisdom have gone in to
the writing of this legislation. It is certainly wise to broaden the mission of the
original facilities construction act from mental retardation alone to develop-
.1.ental disabilities, including cerebral palsy, epilepsy, neurological impairments,
sensory defects, or other chronic, physical, or mental impairinants originating
during childhood. These conditions have a similar causation. They originate
from genetic abnormalities, from metabolic disturbances, from defects acquired
before or during the birth process and in subsequent years. In addition, they
require, for correction or amelioration, very similar services such as appropriate
psychological diagnosis, neurological services, physical therapy, and special
educa tion.

Title I has my wholehearted support. The proposal, I believe, will effect a
consolidation of services which have been too long scattered and separated on a

'-basN of disease ,..ntities which are not truly separable. It will permit States to
plan, in a i!oordinated fashion with adaptability and flexibility, proper programs
for the whole range of the handicapped, rather than for only one or two groups.
This, then, will result in a significantly more economical use of funds so that
complete treatment and evaluation facilities for each of the disease categories
will not have to be developed ; rather joint usage will be required.

These community developmental disability centers will be manned by teams of
physicians, such as pediatricians, neurologists, and psychiatrists ; of social work-
ers, nurses, rehabilitation specialists, and educators. How will these teams be
made up? How will the members be trained? How will they be constantly
upgraded in the care of patients? How will various team members properly under-
stand their own role in relation to the other members of the team?

It is a well-known fact that there are three major steps hi the training process:
(1) recruitment through the creation of interest in a field, (2) the installation
of theoretical information, (3) in-depth practice. The first step must be carried
out with young students before a career choice is made. The only practical way
that this can be done is through universities enlisting students on a part-time
basis in combined academic and service activities. Theory during the training
must be imparted by people of academic stature who can appeal to the intellect
of the trainees. In-depth practice must be given with team approaches that serve
as models for future operations.

It is, therefore, completely reasonable that this legislation have, as an essential
component, Title II, entitled Amendments to Part B of the Mental Retardation
Facilities Construction Act. If Title II is to be approved, there are two major
questions which must be answered: why should university-affiliated facilities
for the mentally retarded be training centers for personnel who will man the
community developmental disability activities ; and, why should the training
that is to be given at the university-affiliated facilities be interdisciplinary in
nature? I feel I can speak with some authority on these two issues. Johns Hopkins
has had a university-affiliated facility in active operation since 1967 and I am
presently Acting Director, in addition to my other duties as Chairman of the
Department of Pediatrics. What we are doing is comparable to that of actual
programs or anticipated programs in the eighteen other centers, even though
there may be some very worthwhile differences. Therefore, I would like to
speak from our own experience at The John F. Kennedy Institute for Habilita-
tion of the Mentally and Physically Handicapped Child and use it as a model
for other university-affiliated facilities.

From the standpoint of providing service to the handicapped, we have cared
for about 400 children as inpatients and at least double that amount on an
ambulatory basis. Each case is handled in the fodowing way. Prior to admission,
the child's reports are collected from the referring agencies: Physicians, psychol-
ogists, other hospitals, even school systems provide us with as much information
as possible on the patient's particular kind of disability. If the Ad",ission P nd
Discharge Committee believes that the Kennedy Institute can be helpful to the
patient and to his family, and, if the case is of value from the standpoint of
training personnel, the ease will be accepted. On admission, the child and his
family are seen by representatives of the two major divisionsthe biomedical
and the behavioraleach equipped with adequate screening tools for the detec-
tion of defects pertinent to each of the particular disciplines of the Kennedy
Institute. For example, information is obtained that is useful to ascertain the
importance of social service, of psychology, of nursing, of occupational therapy,
and of physical therapy to the particular patient so that a teutative diagnostic
and treatment pathway can be obtained which is of optimal value to the patient
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and the .family without marke(l duplication of services and unnecessary
examination.

I have seen facilities where staff have not been developed in such an
interdisciplinary manner and where every child is subjected to the same examina-
tion. In such a setting, I have sem) a child receive an extensive speech and
hearing examination, even though his mental age is only two or three months.

At the Kennedy Institute, the disciplines that can contribute to the particular
case study the patient for a period of days. They then pool and compare their
information in a major habilitation conference and the patient is assigned to a
subsequent major discipline for therapeutic approaches which are monitored
by other disciplines to ascertain the degree of improvement in relation to expec-
tation. After a period of weeks, when specific therapeutic measures have been
worked out, the family and repreFentatives of community resources, such as
community schools, social work programs, and day care facilities are brought
in to learn the therapeutic approaches which can be applied specifically for
that child in his home environment.

The Kennedy Institute has carried out a very substantial training program.
Formal lectures and conferences are held regularly throughout each week rather
than on a monthly or yearly schedule, as was the situation several years ago
in the usual university environment. In the past year alone, we have trained
over 175 nursing students, over 50 students in physical therapy, 5 psychiatrists,
4 psychologists, 17 special education teachers, 9 social work students, 30 medical
students, 24 residents in pediatrics, 5 full-time pediatric fellows, and almost 75
students in speech and hearing. In addition, extensive course work has been
given for clinical pathologists in genetic and biochemical detection ; for graduate
students in occupational therapy, rehabilitation, and for specialists in library
sciences.

The numbers alone do not express the contributions which the university-
affiliated faeility has made from the training point of view. Bach discipline has
had intensive technical training in its own area ; but, in addition, as an example,
the physcal therapist has learned how his or hor activities can complement the
activities of the psychologist, the behavior modification specialist, the neurologist,
and so on. In this way, gains made by one therapist are not eradicated by the
efforts of another. For instance, a child who is undergoing conditioning pro-
cedures for improved soeializationso that the family can live peacefully while
the child is in the homepresents a particular problem if the personnel carrying
out physical therapy of that child do not follow similar principles of behavior
modification and reward.

In the process of learning, the psychologist learns the role of the speech
therapist in the treatment of the handicapped so that, if he becomes the primary
referral source, as nmy be the case in the community, he can wisely choose the
appropriate specialist. The pediatrician must learn the contributions of the
educator. Likewise, if a retarded child is brought to a special educator, he must
have an appreciation of the disciplines to be involved.

The Kennedy Institute's impact on student attitude at present is in contrast
to the experience of an instructor in public health after conducting field trips
for medical students to an oversized residential facility for the retarded. I
quote from his paper, "Part of the shock of students who visit this facility may
be related to the experience of being confronted with so many problems at once.
The physician is confident that he has certain specific measures to offer an
individual patient in discomfort ; when the student is faced with a large number
in severe distress, he is extremely uncomfortable merely because of the numbers.
When students are interested in such a facility, they go largely as spectators
rather than as physicians." By.comparison, over 25 percent of the students at
Johns Hopkins, in the course of their medical school experience, choose work
in the Kennedy Institute in preference. to other exciting experiences in the care
of acutely-ill patients or patients with other diseases than those with chronic
disability.

In the research area, major emphasis has been on the development of new
treatment strategies. new medical rehabilitation approaches, and new forms of
special education with careful comparisons of treatment benefits. For example,
we are interested in L:tudying, in a given patient, whether or not behavior modi-
fication will produce greater social benefit or greater educational benefit than
more conventional approaches. One study of particular interest and importance
to education is that of the talking typewriter. This is an instrument that costs
approximately $40,000 with several thousand dollars annually for soft ware. A
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controlled experiment comparing this form of remedial reading for the handi-
capped with other forms has indicated the advantage, in the pilot program at
least, of a human teacher over the machineand at approximately one-fifth less
cost. Other comparative treatment programs are underway which could have
equally startling results.

The university-affiliated facilities have bad an even more important role than
simply these program objectives. Essentially, they have been unifiers of the
university. They are a kind of mini-university: a meeting ground, a point of
convergence for the medical sciences, the behavioral sciences, and the educational
sciences. Unless these three areas concentrate their efforts in a coordinated man-
ner, relatively little gain will be obtained by each carrying out his own indepen-
dent efforts.

The university-affiliated facility is a meeting ground with a common concern
for human beings in need of assistance. This need is strong motivation to effect
cooperative and coordinated work. In this regard, the university-affiliated facili-
ties have served as the major center of interest for the mentally and physically
handicapped child in the academic community and in the general community
along with the Kennedy Foundation and the National Association for Retarded
Children, as government over the last four years has demonstrated a dwindling
concern for the well-being of the retarded.

The university-affiliated facilities are also proving to be a focal point for edu-
cational approaches to difficult chronic problems in our society. They are also
serving as proving grounds iar the training of individuals in team practice.

Despite the serious financial limitations at the present time on medical institu-
tions. The Jo lms Hopkins University as a private institution, though feeling very
seriously the cutbacks in support by the present administration, Is still giving
considerable financial support to the Kennedy Institute. In one year alone, the
Medical Institutions have contributed over one quarter of a million dollars in
in-kind services and dollars to that facility.

More importantly even that this strengthening of internal imiversity interest
is the role that the university-affiliated facility is playing as a link to the Com-
munity. It is essentially the bridge between the university academicians, and
the coimnunity practitioners and families. It is a presentation of academics
with relevance. First, it is a training resource for personnel from community
programs, for public health nurses, and for black students in special education
at Coppin State College who will provide the major special education resource
to the City of Baltimore. It is a public information facility wbere activities for
the retarded can be centralized, a meeting ground for parents' groups, and a
center for State program planning. It is a training facility for the community
with Neighborhood Youth Corps working on weekends and through the summer.
It is the focus for a New Careers Program where poor people of Baltimore are
given the opportunity to enter the health professions. These people are guided
up a career ladder beginning as trainees to be a child life manager who is
responsible for assisting the retarded in social skills. The next step for such
workers is specialization in areas such as occupational therapy and physical
therapy; or, working as psychology aides; or, in obtaining associate degrees
through community colleges. Further educational progress may involve degree-
granting colleges, and, eventually, professional schools.

It is a center for the training of day care workers and for pediatricians who
come from practice to learn how they can better manage the retarded. It is a
summer school for teachers who wish to learn more about the biomedical as well
as educational aspects of the handicapped. And finally, it is a service facility
for the community where children with severe educational problems may be
brought to our school on a daily basis; where cerebral palsy clinics of charitable
groups are conducted; and where the Cleft Palate Clinic of the Johns Hopkins
Hospital meets as well as the child neurology clinics. In essence, it is a court of
last resort for families seeking the most advanced medical, behavioral, and
educational information for their child.

Our role, then, as we conceive it, is to develop new techniques of screening,
new approaches to diagnosis, new methods of treatment, new ways to family
education, new procedures in genetic counseling, new careers for personnel, and
new disciplines to assist the retarded and handicapped. I believe the university-
affiliated facilities are succeeding in this role.

The second question which I raised is why should training be interdisciplin-
ary? What are the advantages of this seemingly expensive approach? Actually,
the advantages are largerly in the greater economy in the use of resources-
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for the family, patient, and community. It is to assure that there is greater
efficiency in assisting the child. Interdisciplinary means that one discipline
must learn how to use, to a degree, the tools of another discipline, and work
with that other discipline to develop some optimal path for the treatment of the
child. We, in now way, mean to disparage the efforts of others in training, but
if one analyzes the experiences which a trainee at the Kennedy Institute receives
in psychology, for example, one call see that he learns the role of the neurologist
of the psychiatrist, of the educator, and the abilities and limitations of the
phsical therapist. He develops a realistic appreciation of what can and cannot
be accomplished. This is absolutely essential since sO many of the handicapped
reach treatment facilities by way of singular members of the scattered health
team. For example, a teacher may be the major source of referral, or, perhaps,
a public health nurse.

Let me illustrate some of the problems associated with this approach. An
eighteen year old child, the daughter of an important family in this country,
is being admitted to the.Kennedy Institute this week. The child has a severe
hearing disorder as well as some neurologic dysfunction. She was subjected to
speech therapy for 8% years despite the fact that the major deficiences are in
the prevocational and intellectual areas. Not only was this a waste of financial
and human resources, but valuable time has been lost that could have been put
to far better use if more realistic expectations on the phrt of the people making
the earlier referrals had been carried out.

What, then, should these centers be? They must be administered in a way
that permits them to inter-relate as much as possible with the community
Developmental Disability Facilities. They must be consultation centers for the
satellite groups in the community which will carry out a large part of the service
programs for the handicapped. They must be community training centers which
train personnel for the satellite units and provide subsequent in-service training.
They must be community research centers that can develop the essentials of
better treatment and pass on this information to community programs for
immediate application.

From a cost benefit standpoint, there is impressive evidence of what can be
accomplished for the handicapped through these university-affiliated facilities.
Yet, for those members of our society who are skeptical .of the value of any
efforts made for the handicapped, it is appropriate to point out what may be
accomplished in terms of real benefit for the normal 'child.

Historically, medicine has learned a great deal of what is important for the
normal from the study of disease. For example, the study of diabetes has con-
tributed a great deal of information concerning normal carbohydrate metabolism.
The study of cretinism, a bizarre form of retardation studied many years ago
in Switzerland, demonstrated the role of the thyroid glaml in normal people.
The study of inborn errors of metabolism has provided information on the normal
chemical pathways of the hotly. The study of Mongolism, or Down's Syndrome,
I believe, will contribute very significantly to our understanding of the aging
process.

Likewise, in the study of learning problems of the handicapped, much informa-
tion can be obtained which win be valuable in understanding the normal child.
For example, an appreciation of the existence of individual variation in learning
abilities is absohmtely critical to the most effective use of our educatonal resources.
Individual variation is a concept which has not been fully appreciated by educa-
tion and which conies from the study of individuals with disability. Conservative
estimates of so-called normal school children with unusual profiles of intellectual
capabilities vary from 15 to 25 per cent. Optimal education of these normal
children requires individual teaching inethods--the development of what might
be called prescription teachingto exploit the child's areas of strength and to
attempt to bring his areas of weakness up to a normal level. It is essential that
adequate scientific epidemiologic approaches in the description of learnhmg dis-
abilities be developed so that communities can plan and experiment witb different
types of resource allocations which ensure that our educational dollar buys a
maximum education for all pupils over the spectrum of abilities ranging from
the mentally handicapped to the child who is quite intelligent but has only
specific learning disabilities.

Another example is in the area of psychiatry. The study of the basis for the
strength of a family facing severe adversity can lead to improved ways of assist-
ing the normal family to be prepared for hardship. Likewise, in the area of
behavior modification, the use of condiioning procedures to remove unacceptable
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behavior has obvious application for normal child-rearing practices in determining
the importance of rewards.

I should like to make sure that, within the legislative history of this bill, there
is concern for the financial support of these centers. The construction funds
should be allocated in a way that will permit optimal support of community
resources. This will entail a careful programming to ensure that there is adequate
geographical distribution of the university-affiliated facilities. Facilities must
be built in locations and at university centers which will provide maximum
support for regional or State community programs. In addition, the funds which
are authorized for support are absolutely minimal and are a long way from
being optimal.

I believe that the support of these facilities must be in four categories. First,
sustained dollar support over a period of five to ten years for direct cost and
administration. This would provide for core activities to ensure that there is
continuity of staff from yenr to year which can lead to progressive improvement
in programs. Second, there should be dollar support for specific programs which
come from established agencies awarding funds in competition with other
training, demonstration, and research activities. It is extremely important to
assure that these centers are not excluded from such support programs because
of the core support to which I referred. Third, support of indirect costs must be
adequate to ensure universities and their affiliated facilities are not depleted of
resources in the process of maintaining the high cost of the programs I have
indicated. Fourth, there must be money for development so that emphasis can
be placed on new methods of operation. I believe these funds should come from
the efforts of the university-affiliated centers themselves through the recovery
of monies for services performed, and should be used only for professional
research and teaching just as universities use new funds to develop new pro-
grams. Such a mechanism will provide incentive for the acquisition of appropriate
funds for services rendered.

These four support efforts must be for all elements of the center, not just the
biomedical, or the educational, so that maximum balance can be obtained and
maximum flexibility in the use of funds can be made possible. At the present
time, there is a very serious hnbalaum which compromises the interdisdplinary
approach. Either the biomedical support in some facilities is grossly under-
developed and under-supported, or the educational support is seriously com-
promised, as is the situation in most of the facilities. Indeed, what has developed
is competition instead of cooperation in acquiring funds for the major areas
of the program, and this competition has seriously limited developnwnt. Methods
must be found to reward joint activities so that divisions with educational
responsibility and divisions with biomedical responsibility can be encouraged
to work together. Likewise, centers with major emphasis on one or the other
can also be encouraged to cooperate.

In conclusion then, I feel this legislation has great merit. It seems that the
only way cmumunity programs, which are demanded by society, can be effec-
tively implemented and improved on a year-to-year basis is through the parallel
development of the university-affiliated facilities. As a way of illustrating the
particular accomplishments in a somewhat graphic manner, I have asked some
of the staff of the Kennedy Institute to accompany me to present very briefly,
a few case examples of the kind of service programs upon which the framework
of training and research are built. Accompanying ine is Dr. Arnold Capute,
who is Deputy Director of the Kennedy Institute, and he will present these cases.
I appreciate the opportunity to appear before the Committee and I hope that
the legislation will be successfully enacted.

Senator KENNEDY. The subcommittee will reconvene at 2 o'clock
this afternoon.

(Whereupon, at 11 :50 a.m. the subcommittee recessed, to reconvene
at 2 :00 p.m. the same day.)

API'ERNOON SESSION

Senator KENNEDY. The subcommittee will come to order. First of
all I want to express my appreciation for the patience of the witnesses
today. This is a busy day for all of us. I know this is a busy day for
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you, and so I particularly appreciate your understanding and patience.
Our next witness is Dr. Charles D. Barnett, from Columbia, S.C. I

understand that South Carolina was tbe first State to set up a separate
department of mental retardation, the department which Dr. Barnett
now heads.

Prior to his present position, Dr. Barnett served as deputy com-
missioner of mental health and mental retardation in Texas. He has
bad extensive experience with State problems in the area of planning
and coordinatinff

6
comprehensive programs for the retarded, and we

look forward tolns testimony.

STATEMENT OF CHARLES D. BARNETT, PH. A, COMMISSIONER,
SOUTH CAROLINA DEPARTMENT OF MENTAL RETARDATION,
COLUMBIA, S.C., AND PRESIDENT, NATIONAL ASSOCIATION OF
COORDINATORS OF STATE PROGRAMS FOR TIM MENTALLY
RETARDED

Mr. BARN= Thank you, Senator.
It is my pleasure and privilege to represent here today the chairman

of the Smith Carolina Mental Retardation Commission, Dr. James B.
Berry, of Marion, S.C., and our personable and dynamic Governor,
Hon. Robert E. McNair, in basic support of S. 2846. The Develop-
mental Disabilities Services and Facilities Construction Act of 1969.

Additionally, and in the capacity of president, I have the honor
of representing the National Association of Coordinators of State
Programs for the Mentally Retarded. Our association consists of a
single individual from each of the several States representing the State
agency heretofore appointed by the Governor to generally coordinate
mental retardation planning within the State. Our association's pur-
pose is to forward mental retardation services in the several States by
promoting mutual assistance, cooperation, and the exchange of infor-
mation and ideas in the administration of public mental retardation
programs.

"Public mental retardation programs" as used here is meant to
encompass the total programs dealing with institutional (residential)
and community care in order to meet the needs of the mentally retarded
and their families insofar as these programs are the responsibility of
the individual States. The executive committee of our association
unanimmisly endorses in principle and philosophy the content of
S. 2846.

'My purpose here today will be to comment briefly on S. 2846 and
in so doing, I will put aside the inclination to share with you in any
great detail the enormous needs which have accrued relative to mental
retardation services in the various States. I will also set aside the
perhaps even stronger inclination to verbalize the great bewilderment
and concern that many of us in the States have felt for the past year
or two regarding what is actually happening in Washington relative
to the coordination and funding of mental retardation services and
programs. Suffice it to say that we have often wondered who was
doing what to whom and why ? I must add that our confusion was
often shared by Washington leaders themselves. Yet, despite this and
despite sometimes outmoded communications and decision-making
processes which have often excluded consumers and firing line admm-

38-191 0-70-17
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istrators from seeing and reacting to legislation and regulations prior
to their hnplementation, our programs have generally gone forward.

We see S. 2846 as offering the potential mechanism for recapturing
the strong momentum which existed relative to mental retardation in
the early and mid-1960's. The great tragedy of rnental retardation to-
day is that we know how to prevent many cases which are not being
prevented and we know how to effectively serve those retarded and
their families now with us who, too frequently due to a lack of
resources, are not being served. Stated another way, the gap between
what we are doing and what we know how to do for the retarded
is ever increasing.

Permit me to cite two family situations which ilhistrate the magni-
tude of our challenge. Our department is currently holdino- a series
of area hearings throughout South Carolina where, incidentanly, some
surveys show mental retardation to run as high as 10 to 12 percent
in certain school-aged samples. At a recent hearing in Florence, we
heard about two severely retarded, nonambulatory male youngsters
living in a housetrailer with a pregnant mother, a possibly normal
4-year-old sibling and a father whose salary was grossly inadequate
to provide the basic needs of the family. Our residential waiting list
of almost 1,000 prevents our moving as rapidly as we would wish to
be of assistance to such a family.

At the same hearing, we heard the father of a 22-year-old retarded
son living at home plead for services to enable him to help his son
there. In pointing to the son's waning potential and his own frustra-
tion at the lack of training and care services and facilities, the father
noted that the highlight of this boy's day was a walk with his dog
around town. And then, one of unplanned and unforgettable occur-
rences took place when the next speaker arose and addressing our
commission stated:

I, too, am the father of a retarded son, age six. Is this what I have to look
fcrward to when he is 22a walk around the town with his dog?

He sat down and a million more words could not have better made
his point. The silence of the audience conveyed its receipt of the
message.

History tells us it took 250 years to go from the short bow to the
long bow and arrow. It took 10 years to go from piston aircraft to
moon landings. Those of us sharing the responsibility, often wonder
how long it will take to provide services for a youngster of six with
special needs.

These two situations, then, the trailer family and the fathers of the
two sons, illustrate the scope of the job before us still ; To provide
improved and available residential services to those who absolutely
must have them; and to provide options or alternatives to residential
placement through the expansion and/or development of a full range
of community services for those who can be cared for at the local
level and within the context of home and family.

Let me now move to some specific comments about S. 2846. First,
some plaudits. We in South Carolina, with great need and limited
resources, are not different from many other States. We have already
realized that the needless duplication of services for every possible
type of disability is an extremely expensive and cumbersome process.
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Part of the answer to this then is coordination. Beyond this, the cost
in frustration to consumers who must travel the confused service
delivery pathways and the cost in time to those desperately in need
of services is great. We have recently completed a study of services
to the handicapped in the State and the rummer in which S. 2846
provides a beginning focal point of coordination and support for
the needed services, as was suggested by our study, is rather
remarkable.

We welcome the opportunity to receive a formula award based on
a comprehensive State plan and to shale the responsibility among ap-
propriate and designated State agencies for the administration and
implementation of this plan. We commend the provision for a Na-
tional Advisory Council and endorse the involvement of consumers
in this effort. It is further our hope that one or more State coordina-
tors will be chosen either as Council members or designated to serve
in a technical capacity to the Council. The apparent flexibility of this
entire proposal sounds refreshing and we urge it be maintained on
that basis.

The extension of the university-affiliated construction program is
welcomed with equal enthusiasm. Properly conducted,these programs
can become both focal points for services and the training of a wide
range of professional and technical personnel. It is sigmficant that
a new source of operating assistance be given to UAF programs as
provided under section 203 of S. 2846.

The general approach to State matching based on a pooling of
State-local contributions is a breakthrough. We urge that the regula-
tions reflect the awareness that local contributions in manpower time
and in volunteered space or services often have just as significant
dollar values as cash. , .

Next, a few brief concerns and/or considerations. Hospital improve-
ment projects (HIP) and hospital inservice training grants (IHST)
have pumped new life into residential programs in recent years. We
urge your consideration of the inclusion of these moneys also in the
formula awards to States. We at the State level also urge that (1)
the restriction on the age and size of the institution making it eligbile
for support and (2) the general restriction of the use of the moneys
to only the inresident population be modified to give States maximum
flexibility in program development. These apparently were policy

idecisions n the past, not written in the law. Permitting a State to draw
up a total plan will resolve this difficulty of times past.

We at the State level urge that full consideration be given to regu-
lations and standards which are simple, logical, and meaningful. This
is especially pertinent in the area of construction, where some States
have found that excessive emphasis on hospitallike construction in
nonmedical units entails added State cost not justifying the pursuit
of Federal assistance in many cases.

We further urge that the National Association of Coordinators of
State Programs for the Mentally Retarded be asked to review and
comment on the proposed standards and regulations before they cro
into effect. Other groups such as the American Association on Mentll
Deficiency, the National Association for Retarded Children, and
United Cerebral Palsy, to mention only a few, should also be asked
to evaluate the proposed standards and regulations.
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What will be the relationship, if any, of the President's Committee
on Mental Retardation to the proposed National Advisory Council on
Services and Facilities for the Developmentally Disabled ? We feel
that the presence of a national group directly appended to the Presi-
dent's Office gives mental retardation stature and visibility. Both the
staff and membership of PCMR have done an outstanding job over
the p!ist several years. Perhaps PCMR and the new group could be
combined into a President's Council on Services and Facilities for the
Developmentally Disabled.

It is hard to imagine that the 12 members proposed for the National
Advisory Council on Services and Facilities for the Developmentally
Disabled will be a sufficient number. I am thinking in terms of the
President's Committee on Mental Retardation where we have some-
thing in the neighborhood of 24 or 26 people. If indeed the new legis-
lation is to cover a number of disabilities and to have specific require-
ments insofar as consumer involvement, then 12 members would not
be sufficient.

In the development of university-affiliated programs, it is urged
that some system be developed to give priority to applications from
regions not already having such programs. Also, to insure that these
programs are coordinated with other State service and training needs,
it is suggested that the regulations reflect the need for State advisory
council endorsement of the initial application and all other grant
applications made under the present legislation which would affect
or go to university-affiliated programs.

I want to say, Mr. Chairman, that I know we were all much im-
pressed by the very fine display and presentation here this morning,
as I know you were. Yet, I have to say quite honestly that .in my
travels and observation of some of these programs, many give me
pause for reflection as to whether or not we are serving the mainstream
of retardation and whether or not some of these programs are becom-
ing terribly academic. I think we need to make every effort in an era
of great need and limited resources to utilize these resources for all
the retarded and not just a chosen few who happen to relate to some
professional's research interests. I do not say this critically, but simply
as a matter of observation and caution.

Senator KENNEDY. Do you suggest that there ought to be more
accurate evaluation of these programs? Do you think that would be
helpful?

Mr. Magmas. This is what I am saying indirectly. I also believe
that the involvement of these programs as a part of the State plan
called for under S. 2846 will tend to enhance the awareness of our
university-affiliated programs relative to service needs in States, and
at the same time, will help leaders in the service areas become more
aware of what the university-affiliated programs can do for them in
terms of training, research2 and services.

We urge that greatly simplified paperwork requirements be insti-
tuted where possible in all State-Federal dealings. Current applica-
tion forms scare off small communities where services are often most
desperately needed. Review delays often mean escalating costs in a
number of areas. The State plan approach should assist in alleviating
some of these current problems.

`r.7. t";:()s't
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The.emhpasis on poverty in urban or rural areas should not be tied
down in the regulations to the extent of strangling a State. For exam-
ple, current mental retardation staffing grants are often unrealistically
tied to the model cities program. In many States, such a relationship
is meaninglessespecially if the local unit does not have matching
funds or if the geographical region is not the most promising or needy.
The State can best evaluate the needs and potentials of given areas,
and we see this legislation as giving the State this opportunity.

I understand that we actually do not have an administration bill
although we have had talk and comments about the stand of the ad-
ministration relative to S. 2846. In the absence of having seen any-
thing officiol on this and not having been here yesterday to hear the
account of what was said, I still would like to comment about one
point which someone mentioned this morning and which I assume
correctly reflects the administration viewpoint.

The statement was made that in the so-called administration ap-
proach, States would have an opportunity to review and comment on
applications. We must have more, responsibility and authority than
that. Otherwise our relationship with local umts will be completely
meaningless. I can recall in. Texas where we had such a perogative

. under the MR Staffing Legisl ation. I can also remember rather vividly
where we recommended, without mincing words, that a local applica-
tion be turned down. I can recall equally vividly that the application
was funded over our recommendation. The next year, with the decreas-
ing Federal participation, this same applicant was at our doorstep
asking for the State to pick up these funds. In other words, the action
of our Federal friends served to more or less make a, commitment for
the State. Then local groups became agitated when we did not have
the funds to assume the decreasing Federal portion. We need a better
tie to local projects and applications than what I understand the
administration proposal would offer.

Senator KENNEDY. You would be more sympathetic to the approach
in this legislationS. 2846Which gives formula grants to the States
then?

Dr. BARNDIV. Yes, sir, that is exactly what I am saying. I was try-
ing to cite one particular example. It seems to me that the administra-
tion's mIggestion is unrealistic and that it represents a failure to look
back at what our experience has been. I 'certainly feel that the ap-
proach that the legislation here takes would give every opportunity
to the State to get around this problem.

Realistic evaluation should also be made relative to maintenance
of effort concerns by the Federal Government. Many local programs
operate at a given level on a tenuous basis through funds derived from
often unstdble sources. Yet, at first glance, it appears we have a cer-
tain permanent level of operation ongoing in a given program. It is
suggested that flexibility be given the State in differentiating between
a stabilization of effort and a decrease in maintenance of effort. While
we commend the concern expressed by such actions, the sound pro-
grams we seek for the future will not be based on the cookie sales of
the past.

In summary, we feel that proposed legislation offers promising po-
tential for assisting States to better coordination and to expand. on-

tr)
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going programs to the retarded and others with related developmental
disabilities.

It is important that States be given the clear implication through
all possible means that mental retardation is the primary condition
with which this bill and this legislation deals. It is equally important
that States designate key agencies familiar with the mental retarda-
tion problem to coordinate the provisions of this act. The legislation
leaves this up to the State. We think this is fine, but we do want to
point this out. Socially, economically and programatically, mental
retardation is too big a problem and too significant a problem to let
it drift back into the anonymity where it resided previously for so
many years.

I would also emphasize that simply pooling the various funds cur-
rently available will not give us suffiieent financial support. New
moneys will be required to implement this legislation.

Senator ICENNEnr. Can you give us any idea as to the magnitude of
the funding that is needed, Dr. Barnett ? What should be the authori-
zation level for this legislation? Yon have had a considerable amount
of experience in different States. How much must we spend to meet
the need?

Dr. BARNETT. Senator, I am not prepared to suggest an amount in
specificthis will require careful study. Let me use this analogy,
however. Going back to my undeistanding of the so-called administra-
tion approachfunding at a level not less than the construction level
for this year would mean only about $8 million for this act totally.
Talking with one of the gentlemen here who represents mental health,
I think the comparable figure for mental health this year would be
something close to $100 million including certain moneys carried
forward, staffing and construction.

We don't seek to gain funds for mental retardation and related dis-
abilities at the expense of mental health or anyone else. But looking
at the States I am familiar with, I know of no State where this kind
of distribution of funds exists. Now, if the administration or whoever
is invol ved here has some information we don't have, we would like to
have it. It might help us to understand this position better.

Senator KENNEDY. Why is there any disparity between mental
retardation and mental health ?

Dr. Banwgrr. I think it is clear that some people were here who did
their "homework" better than the mental retardation. people did back
down the line. They were here and they were rightly seeking funds for
their programs. Of course we were here too, but I don't think we were
able to perhaps attract the same level of support or attention.

As I say, I don't think any of us here today would be critical of the
mental health allocation. Not at all, because they need these funds.
We simply need more money for mental retardation.

Senator KENNEDY. I suppose there is a certain responsibility within
HEW as well to remedy these kinds of inequities or at least to support
the kinds of funding levels that are needed. I think all of us are aware
of the budgetary restrictions. But when you are talking about the allo-
cation of resources, I don't think any of us want to see mental retarda-
tion funds increased at the expense of mental health, cancer, heart,
or stroke. Actually, from a personal point of view, I would like to see
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mental retardation funds increased by reducing our militaryextendit ures.

bo I don't think we are trying to get into a situation where we mustplay mental health off against mental retardation. But I am struck bythe fact that when we talk about the level of funding included in thisl6gislation, and the administration officials say we are unrealistic, wealso see figuresmuch larger for mental health. We know what the needsare in mental retardation and we realize that the level of funding inS. 2846 is not unrealistic in terms of the need.Dr. BARNETT. I think you have said it very well. We could look atother examples. Under the provisions of S. 314 (d), where 15 percentcomes off the top of certain formula awards to States for mental health,it was a great mystery to us at the State level as to why mental retarda-tion was not included in this. We simply feel that there is an inequity asfar as the total breakout ofmoney here.Mr. Chairman, my State and the National Association of Coordi-nators of State Programs for the Mentally Retarded wish to express toyou and your colleagues on the committee our heartfelt thanks for allyou are doing and we ask you to continue your assistance and supportfor millions of individuals who, while they may never know a normalsituation as we know of it, can attain new levels of independence,happiness, and produaivity.I thank you very much for your courtesy and the opportunity toshare with you these thoughts and observations.I would like to make one final point. You alluded thismorning, afterthe UAF trainingdemonstration invol ving thevari ousyoungsters, thatif the other members of the committee had been here we would haveno problem. I will say for the State coordina tor group and SouthCarolina : we will be glad to come back. Just let us kn-ow when.Senator KENNEDY. Very good. That is very helpful testimony. EachSenator will exercise his ONVII hest judgment on the questions raisedhere, but I would hope that your organization, as well as representa-tives of other groups here, will communicate with your Senators andCongressmen around the country on these questions.I I think your organization could be extremely helpful in communicat-inc.- and letting us know through your State representatives the kindoeprogram we ought to have.
I would like to hear from the people on these programs. I find thathas an impact. In the legislation which is introduced and whieh is co-sponsored here, we have tried to take the best ideas mid suggestionsthat havecome to us. I am sure there are many other changes that can

be and should be made in the bill. We hope to have those suggestionstoo.
Dr. Barnett, you have performed a very useful service, and I hope

that you will let us hear from you, and that you and. the other membersof your association will communicate your views to the rest of mycolleagues. Thankyou very much.Dr. Bmixgrr. Thankyou, Mr. Chairman.
Senator KENNEDY. Our next witness is Dr. John Noone.Dr. Noone served with distinction as Superintendent of the DistrictTraining School for the mentally retarded in Laurel, Md., where hegained extensive experience with the problems of retarded children inthe Washington metropolitan area. Dr. Noone has had theopportunity

a . . :
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to work closely with parents as well as retarded children, and he has
seen firsthand the need for more and better conummity programs.
In add it ion, Dr. Noone has served as Chief of Mental Retardation at
the National Institute of Mental Health, and he has taught at George
Washington University and the University of Maryland.

I welcome you, Dr. Noone, and I appreciate your cooperation in
rearranging your schedule.

STATEMENT OF JOHN J. NOONE, ED, D., EXECUTIVE DIRECTOR,
AMERICAN ASSOCIATION ON MENTAL DEFICIENCY

Dr. NOUSE. It is a pleasure, Senator Kennedy.
I am I iere this afternoon at the request of our president, Dr. Wesley

White, who is recoverino. from a rather serious illness prior to going
to the Commonwealth ('-if Massachusetts, my native State, where he
will be tl ie first nomnedical superintendent of one of the State schools
t here.

He has asked me to convey to the members of the committee his
regret that he could not be present. He asked that I provide Ws test i-
mony for the corn t tee.

The American Association on Mental Deficiency, numbering over
9,500 professionals working in all levels of mental retardation, wel-
comes this opportunity to testify on behalf of S. 2846, the Develop-
mental Disabilities Services and Facilities Act of 1969.

We are wholeheartedly in favor of this bill, and completely support.
the concept of a mechanism which will allow the States to develop and
implement. a comprehensive and continithig plan to meet the, current
and future needs of those affected by developmental disabilities.

We are pleased to note. the lirovisions for the construction of facili-
ties for tlieso services, and the amendments for the expansion of the
university-affiliated n tent al retardation facilities.

We seek here the. operational support of these services.
When Congress passed the first major legislation for the mentally

retarded in 1903, it. gave new hope for the mentally retarded, their
families, ;Ind those. who work with them daily.

The provisions for construction of community facilities, centers for
research, and oniversit y-alliliated facilities, better stalling patterns
the hospital improvement prooTani, and its complement a Ty hospital'
in-service training progrmn, amid other service-oriented programs have
been like an oasis in a. desert.

For years professionals had been aware of their inability to cope
with tremendous problems in working with the mentally retarded,
many of whom have concomitant disabilities rendering their develop-
ment inadequate.

A gratefnl community bestows its thanks upon you and your
predecessors.

There are still needs to be met, and we. believe the provisions of
S. 2846 will carry tis a low,. way toward att ;lining the goal of a much
better life for those so limidicapped.

We are impressed with several key features of this bill. especially
the opportunity for a State to develop a comprehensive plan toassess
its program needs, and the authorization of allotments to States based
on population, need for services, and finances.
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This formula grant program is much more equitable and expeditious,
and it should eliminate many of the discrepancies of the previous
protect grant programs. It will tend to place responsibility back on the
States and the local communities to plan wisely.

However, I think consideration needs to be given for more appropri-
ate time for the States to plan. We note section 139 of the bill sumrests
that March 1, 1970, be the time when the Secretary will provide Wand-
ards for the States. I think that the States will need a little more time
in which to prepare. I am sure the committee can make the proper
a dj u stmei

011 the National Advisory Council, I would agree with my colleague,
Dr. Barnett, that the membership be expanded. I think 12 members are
now called for. For a program such as this, we need a greatly expanded
council,

I suggest also that the university community be represented on the
National Advisory Council ; mid by the same token, when the States
establish their advisory councils, that the academic and the college
community be represented on this important group.

We are pleased to note the provision for nonprofit agencies, institu-
tions, imd organizations to parficipate in the program by membership
on the State council, providing; services, and being eligible to re-
ceive funds for programs within the purview of the overall State
plan. Too often we have not looked to the private sector to serve as a
copartner in helping the handicapped and their families.

When I went back to the office yesterday afternoon, going through
my mail, I came across correspondence from California. Two ladies
here are very interested in opening a facility for the mentally retarded.
They indicated they had gone through five major steps received per-
mission from all the respective agencies in the State, but then they
say, "Now we have come to a standstill. Because of the tight money,
high interest situation, we have been unable to obtain a loan."

I think this bringrs out the need for the private group to be more
involved with the State programs, so that they can have "a piece of
the action."

The Developmental Disabilities Services Act will enable States to
look closely at local services and perhaps make a fresh beginning at
the outset of the problem.

We all know that the sooner the disabling condition is diagnosed and
services rendered, the better opportunity the child has for a more
normal life, and the less trauma befalls the family. With more adequate
services in the community, there is less likelihood that the child will
have to leave home for residential or long-term care in a distant facility.

Diagnostic 'evaluation, day care
'

recreational and counseling serv-
ice,s for the child and parents, preschool programs vocational rehabili-
tation and training, are but a few of the services rieeded on the local
urban, and rurallevel to help the developmentally disabled.

The American Association on Mental Deficiency recognizes the lack
of standards in many of these areas for the mentally retarded, and is
about to embark on a project to develop guidelines and standards.
These shonld be of sonic value to all handicaps enumerated in this bill,
as States formulate plans to dev lip programs of service on the com-
munity level.

In this context, too, section 139(2) indicates that there will need to
be standards developed for the States.
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From experience, our association can point to a rather long and
difficult role to develop and pull together adequate standards for facili-
ties. We have had quite a bit of experience on this with our residential
programs.

We recognize tlm great need for standards on day care and com-
munity programs.

Residential programs for the mentally retarded continue to concern
and worry us. Excellent progress has been made in some States clue
to the intervention of the hospital improvement program and the
hospital in-service training program under progressive leadership.

However
'

the President's Committee on Mental Retardation in its
roport, MR 68The Edge of Change, points to the deplorable condi-
tions: many of the 200,000 residents live where the average age of
the buildings is 11 years, and the average daily cost for care is $7.60,
with some amonnts down to just over $3 per day. Overcrowding, dis-
tance from urban centers, poor salary scales for attendants, and insuf-
ficiently trained staff are a few of the reasons for the plight of these
institutions.

Our association recently studied 134 of 168 public institutions in the
country, and found 185,000 residents in these facilities. Thirty-two
institutions house from 2,000 to over 3,000 persons and accommodate
94,940 individuals. I think this collies out to something like 2,900
individuals per residential facility.

We drop down to a mid-category of rpuhution, 500 to a thousand
in 74 of these "average size" installations, where there were 82,400
people living. This conies out to about 1,100 people per institution.

In this study we found that none of the essential standards in the
care of residents and only one essential standard in the socio-education
section were met by 75 percent 'of the institutions evaluated.

The literature is rife with examples of dehumanizing cOnditions in
our institutions, and the time has come for us to do something.

It is our hope that S. 2846 will be available to help not only the
public facilities, but also the many smaller, private, nonprofit resi-
dential centers and homes. Our association has recently .granted status
to these private residential facilities, and we plan defiintive programs
to help them attain standards of care for the retarded so they can
brill°. the full force of theirparticular skills and knowledge to the
field' i, They are a positive nfluence that must be expanded and
utilized.

Manpower is crucial for the development and execution of programs
of service. We are grateful for the many provisions for training profes-
sionals offered by our colleges and universities in recent years,

I think the examples that we saw this morning, showing the multi-
disciplinary teams in action, are vivid examples of what can be done
with a well-trained staff.

The amendments to Part B of the Mental Retardation Facilities
Construction Act indicate an emphasis on interdisciplinary trainino.,
and this should prepare the student to participate more meaningful&
with his colleagues in the other disciplines as a member of the team.

Too often, many of us see the students in their separate islands,
in the universities working by themselves, and with little opportunity
to begin to communicate with their follow students in other disciplines.
Small wonder, then, when they graduate and come out in the profes-
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sional world, they do not,in too many cases, know how to talk defini-
tively with their professional colleagues. We think this is a good
feature of the bill.

Those with developmental disabilities require a great deal of exper-
tise and knowledge to diagnose, serve, and train. No oneprofession has
a corner on the market. Professionals and para-professionals must all
work together.

Title 11, section 122 (b), authorizes a more equitable increase in ap-
propriations from $7 million in fiscal year 1971 up to $20 million for
the period ending fiscal year 1975. This should give stability to the
programs and insure continuity of training. There is noted in recent
years a marked decrease in the appropriations compared to what had
originally been authorized.

The provision for "administering and operating demonstration
facilities and interdisciplinary

i
training programs for personnel," sec-

ton 122(a), is a welcome and mportant facet of this bill.
We still struggle with shortages in manpower training and recruit-

ment. Hopefully we can make possible an iwitation for more students
to be attracted to the medical, dental, behwioral, social, and educa-
tional sciences.

The American Association on Metal Deficiency is pleased to sup-
port this bill, and looks forward to its passage by the Congress. We
believe it will put the total program for the developmentally disabled
on a sound foundation and enable the States to formulate both short-
range and long-ranae plans.

''
The irreatest benebfits will accrue to the handicapped, enabling them

to lead fuller lives, to their parents and families, and to the many
professionals and para-professional workers in their respective areas
of concern.

Thank you very much, Senator, for this opportunity to come before
this committee.

Senator KENNEDY. Thank you very much, Dr. Noone.
You made a comment that the States have been extremely slow in

developing standards. Could you elaborate on what is being done ?
Which States have done a good job ? What needs to be done in other
States?

Dr. NOONE. I think the States have developed parts of their overall
planning, but I don't think that planning has involved the actual
standards for facilities or programs.

Perhaps the analogy might be for the residential programs. We
have institutions dating back to 1847, but not until 1964 did we have
actual standards for the provision of care for the residents in the
institut ion.

By the same token, I don't think we have standards in the States
for the day care programs.

I think one of the gentlemen this morning indicated that a school
vonkl not take one of the children because the child was not dry.
Apparentl y it is felt that children must be dry in order to attend school.

I can appreciate the role of the teacher who has to work with the
particular disabilities, but also, with standards, with training, many
of these children can use toilet facilities adequately, with proper
standards, and then they can take full benefit of the educational op-
portunities in the classroom.
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As far as the dav care programs are concerned, what kind of stand-
ards do we have? :flow many children can go in, what age, what kind
of staffwe just don't have them. It will take a tremendous amount.
of time.

Senator KENNEDY. Dr. Noone, you can tell us about the progress in
various States in planning their programs to take advantage of the
present legislation.

Are you sufficiently convinced, from your study of what various
States have done, that they will be able to develop a program to take
advantage of the proposed legislation before us today ?

Dr. NooNE. I believe so, Senator.
The 50 States did have an opportunity to plan, through Federal

funds which expired a year ago, so they do have at hand some plans.
How adequate they are, I can not say,. but I think the progressive
States have made a big sent in recognizing their problems.

It would seem to ine that under a mechanism as envisioned by S. 2846,
this would give them added impetus to update and implement their
pl

I think by and large they will be able to do it. I would like to think
that our Association and our colleague associations would be in a
position to be of great value to the States in this whole effort.

Now, in terms of the standards that we mentioned, I think I was
alluding earlier to the great amount of time that our Association
devoted to the development of standards.

A mimeograph came out in 1964 on residential standards. This was
.followed by an evaluation of State institutions based on these stand-
ards. Now, the third leg of that triangle has been completed by the
establishment of a Joint Comniission on the Accreditation of Resi-
dential Pacilities under VCAH, in Chicago.

But this took a long period of time, and we need similar standards
for day programs.

We could go through the same steps to provide the States and the
local communities with standards to assist them in the promulgation of
adequate programs.

Senator KENNEDY. What is your feeling about the.balance .between
basic research and research that is being done in terms of training and
education?

Dr. NOONE. Quite frankly, not enough.
Senator KENNEDY. Not enough training programs?
Dr. NOONE. Yes. I think we have been enamored of the esoteric

research which has gone on in PKU and th genetics.
I don't. deny the great efforts that my professional colleagues have

made in this field. Certainly it has been most helpful in terms of pre-
vention, But I think this alludes to the small percentage of those who
are severely and profoundly retarded.

If one looks at the great number of the moderately retarded and
mildly retarded, we need to know more from research findings of how
we can work with them.

Talking to an associate recently, he said, "You know, we have all
kinds of Information on how kids react in school, but we have very
little on assessment of the teachers and those who are providing the
service." Again, this is a bit of programmatic research that I think is
quite necessary.
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So in answer to your question, sir, I should say that we should begin
to provide a bit more emphasis on the social, educational, and behav-
ioral types of research.

Senator KENNEDY. Thank you very much. I appreciate your appear-
ance here.

Dr. NOONE. It Ims been a pleasure. Thank you.
Senator KENNEDY. Our final witness in these hearings will be

Leonard Ganser, who is Administrator of the Division of Mental
H irygiee, DeparLent of Health and Social Services of the State of
Wisconsin.

He is acconmanied by Air. Harry C. Schnibbe, Executive Director
of the National Association of Slate and Mental Health Program
Directors.

Dr. Ganser is a. native of Wisconsin. He served in the Public Health
Service during World War II. He has spent ahnost his entire Career
in service to the State, institutions of Wisconsin, which is nationally
recognized as having some of the most progressive mental retardation
programs in the country.

Mr. Scbnibbe is well known to us as a former administrative assist-
ant to Senator Jolm Carroll of Colorado.

Welcome to both of you.

STATEMENT OF LEONARD J. GANSER, M.D., ADMINISTRATOR,
DIVISION OF MENTAL HYGIENE, DEPARTMENT OF HEALTH AND
SOCIAL SERVICES, STATE OF WISCONSIN; ACCOMPANIED BY
HARRY C. SCHNIBBE, EXECUTIVE DIRECTOR, NATIONAL ASSOCI-
ATION OF STATE MENTAL HEALTH PROGRAM DIRECTORS

Dr. GANSER. Thank yon, Senator Keil nedy.
I represent an association supported by State mental he,alth and men-

tal retardation agencies. We have administrative responsibility for the
majority of the mental retardation programs in the country.

I think you are familiar with the purposes of this association, because
members have testified before this committee frequently in the past.

I did want to clarify for you our relationship with the association
which Dr. Barnett represents.

Dr. Barnett represents the Association of State Mental Retardation
Coordinators. These are men who have been designated from a State
agency as coordinators of mental retardation proarams in a State.
In the majority of the States these programs are nithe mental health
agency:

For instance, the Wisconsin representative in Dr. Barnett's associa-
tion is a gentleman you know, Mr. Harvey Stevens. Mr. Stevens re-
ceived the Kennedy Foundation Award for his work in mental
retardation. He is the Director of the Bureau of Mental Retardation
in my agency.

Our testimony here is in summary form. I would like not to read
it, but to make reference to some points in it, so that there would be an
opportunity for questions.

This, of course, is all in relationship to the proposed legislation that
we are considering here .

, 1,
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The State mental health directors do support very strongly, and
feel that we need, long-term Federal support of care and treatment
programs, education and rehabilitation of the mentally retarded.

In our testimony we refer to State programs, but this includes sup-
port for local programs, especially involving the State agency as the
coordinator of those programs.

In the present system of Federal matching, these programs are frag-
mented. They are difficult to deal with because of inflexibility. They
have very specific purposes that may not fit in one State or another.
They tend to be competitive, and they are ill planned.

So we are suggesting that these programs be junked in favor of some-
thing that is more manageable, something that can result in more
effective care for the individuals who are retarded, and more help to
their families.

In the Federal agency and in the States there are not well organized
programs for the mentally retarded. In part this is because we have
not had proper stimulation from the Federal agency that we have had
in some other areas.

Items 5 and 6 in my prepared statementitem 5 is a list of Federal-
State mental retardation services that you are all familiar with,

Item 6 is a listing of existing Federal programs that compete with
each other at the State and local level. Again you are familiiu. with all
of them.

We think that as many of these programs as possible should be con-
solidated into one program at the State love], so that the State can use
these effectively in coordinating them and interdigitating them with
the State's significant investment in care of the mentally retarded.

We also think it is a good idea to relate the functional problems
originating in childhood that this legislation anticipates.

I think the examples that Dr. Cooke showed here this morning were
excellent examples of the need to relate these disabilities.

I think these are examples that I or anyone else who has worked with
the retarded would find very familiar. These are examples of young-
sters that we have in many of our institutions. There is an unnatural
distinction of these youngstersmental retardation being the conditton
that qualifies or excludes them from some very necessary services. I
think the developmental disabilities concept is one that makes it pos-
sible to be sure that even the relatively rare kind of disability gets the
full-scale kind of service that a person bas a right to expect.

We also, of course, are especially concerned about the continued care
of the adult mentally retarded.

Educational programs, and vocational rehabilitation programs, fre-
quently are related to the disabled who are of school age. They are
related to people who have vocational potential.

There are many, many mentally retarded who are in neither one of
these groups, and this is a group of mentally retarded who cause their
parents a great deal of concern.

One of the most frequent requests that I get in the agency I operate
is from parents who have a mentally retarded child who is not a
vocational rehabilitation candidate, who is not of school age, and who
can live with some degree of independence in the. community. They
are concerned about what is going to happen to him, when they dm.
This is a very serious problem for these people.
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What we do need is the opportunity to develop a comprehensive pro-
gram at the State level, and we think it would be most important to have
a comprehensive program at the Federal level to provide for leadership
in this effort.

This means that we would have to combine the programs that we
have talked about here into one kind of consolidated grant, and as many
of them as possible.

Obviously, some of them are not going to be combined into a single
grant, because there are some very traditional separations, but all of
those that are possible, we feel, should be put into one consolidated
grant. We think it would be wise to cover all five categories of tbe
developmentally disabled that have been described.

We think this should be a formula grant, that it should be one grant
each year to each St ate, The purpose of it should be to provide on-o-oing
Federal assistance for construction, operation, mahitenance,
training, transportation, research, pl aiming for residential, day care,
out-patient, and the full nmge of services that are required.

The next item might be somewhat controversial, but we feel rather
strongly that there needs to be permanent support. The State legisla-
tures and the State agencies fmd it very &file& to develop sound
programs when the Federal support is on a project basis. They find it
very difficult to devlop sound, ongoing programs without stable support
to look forward to over a period of time.

The question of how much that support should be in terms of per-
centagesthere are a lot of different opinions about that, but it has
to be a significant amount.

With this kind of consolidated grant, each State could then be re-
quired t o bave a comprehensive State plan.

We have planning projects, and we have developed some compre-
hensive plans, but again they were oneshot kinds of affairs.

I tbink the mulianisin that is offered here would provide for con-
sistent planning, for continued review of the State plan and a plan
that would encompass recipients other than those involved in construc-
tion grants.

Each State should be given the right to determine within limits the
allocat ions of the Federal grant according to its own priorities.

Giving the States the power to review and comment is less than
nothing, as far as most of the granting programs are concenied. Is a
matter of fact, the power to review and comment, as the local com-
munity individual might see it, may even weaken their respect for the
State agency that has the major responsibility for mental retardation.

In my State, for instance, the State expenditures in mental retarda-
tion are between $50 and $60 million a year. In order to be sure there
is close and proper coordination between those expenditures and the
dollars coming from Federal programs, it is clear that the State agency
needs to have ft considerable force in this kind of consolidated grant.

Senator KENNEDY. Did you say that State expenditures for mental
retardation in Wisconsin a re $50 to $60 mill ion ?

Dr. GANSER. $50 to $60 million of money expended.
Senator KENNEDY. OR mental retardation ?
Dr. GANSER. Yes.
Senator KENNEDY. Then, you must probably go far beyond match-

ing the total Federal funds available to the State- for mental retarda-
tion programs,
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Dr. GANSER. I think this is a case you will find in many States, be-
cause we have very expensive institutional operations.

Senator KENNEDY. Will you give us your judgment on the level of
funds recommended in this bill ? Do you think they are excessive?

Dr. GANSER. I think the funds will have to be sufficient to have a
significant impact. Perhaps I can indicate what I mean with another
example from Wisconsin.

Wo now have a construction grant that has been approved which
will take our allocation of Federal construction money for the next 3
years. One program. It is in Milwaukee. It i3 a relatively large program,
even though the 3 years' allocation of money is not great in terms of
construction of facilities. It does not provide for bedspace. It consists
entirely of sheltered workshop programs.

Therefore, in the State of Wisconsin the construction aspects of the
present law will have no additional impact for 3 full years. By that
time, community programs that are now interested will have lost the
impetus to apply for funds.

Another example : We have five staffing grants approved this year.
All were funded at somewhere around the 50-percent level.

These are all local programs. None of the construction or staffing in
our State goes into the State-operated programsonly local programs.

Those five operations had to curtail by 50 percent the programs they
had in mind when they made the application.

I hope these examples illustrate that there has to be sufficient fund-
ing to have an impact., to have a noticeable effect on the speed with
which community resources dere] op.

The $100 million figure in my prepared testimony is as good as I
could come up with. I think that would have a significant impact.
Whatever figure that is decided on must be in that area.

State investments in mental retardation programs are very large
a billion dollars or more each year in all of the 50 States. Because some
of our program is tied up in expensive care for the most severely handi-
capped, we need this Federal money to provide the cutting edge to get
community programs going.

I want to make. one additional comment about tbe matter of the
public agencies in terms of receiving these funds. I think this is im-
portant, but I also think it is especailly important for the private
nonprofit agencies to receive these funds.

Again, if I can use Wisconsin as an example, we have a. day care MR
program which the State funds 40 percent. Since 1963, when that
le,gislation took effect, we have developed 85 day care MR resources in
the communities that now use almost $4 million of State money, even
at this 40 percent. A good share of the GO percent of local money is
private nonprofit money, especially coining from parent groups and
SO on.

They have done a tremendous job of extending these services so that
at this point we serve between 3,000 and 4,000 people in day programs.
Many of these would be in institutions under other circumstances.

Senator KENNEDY. I ought. to know, but how many day care centers
do we have in Massachusetts? Do you know, by any chalice ?

Dr. GANSER. It seems to me I heard Dr. Greenblatt say last. week
something like 30.
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I believe they are developing now. The States should be required
to provide matching funds. Eligibility of programs: We feel that
while it is good to have Federal money go into new programs, there
are manyinadequate old programs. There are many old programs that
need beefing. up. We have examples, of course, right now.

The hospital improvement projects and the hospital inservice train-
ing projects are efforts to beef up old programs. I think around the
country there has been great success in providing additional resources
in the existing institutions for the mentally retarded.

Regarding the intended Federal Council membership: We tend to
agree with the previous testimony. We would feel that the relationship
between this Federal Council and the President's Committee would
certainly have to be clarified.

In summary, we would urge you to institute a Federal matching
grant system to serve the developmentally disabled.

We feel that the money in this grant system should be enough to have
a significant impact.

The progra in should have at least $100 million for the first year.
One hundred million dollars is an amount equivalent to what we

would consider to be proper funding of the existing mental retarda-
tion facilities construction and staffing programs, and the MR hospital
improvement and inservice training grants.

The Federal Government should place in the hands of the State
full power to determine the allocation of the Federal grant after
priorities are established, and after a comprehensive State plan is
developed for services for the developmentally disabled. This State
plan will be reviewed by the Federal agency and by the Federal
Council.

In my opinion, as an executive of a State agency, it is difficult enough
to administer a program at a State level covering a State. Wisconsin
is not one of the largest States. We have about four and a half million
populat ion % and a moderate amount. of land, but even at that is it all-
cult to administer a program covering a State of our size.

I believe that it Cs impos.sible to effectively administer a program
from the Federal agency level that is meant to get down to the care
of individuals in a local community.

We have day-care programs that in small rural communities serve 10
people. This kind of resource cannot deal effectively with the Federal
Government.

This program should have no time limit. It should be a program
of permanent Federal matching support, so that we can establish
permanent programs and plan for the future.

It should be built on formula grants. The project grant idea does
not appear to us to be equitable.

Efforts must be made to get these kinds of program resources to the
deprived areas, whether they be rural or urban. It is clear that these
areas have the least resources to develop project applications.

We endorse the micepts of the partnership in health, getting various
grknts to the developmentally disabled in one formula grant, and
returning the responsibility where it belongs, to the State government.

We think most of these considerations are included in S. 2846. We
therefore think that this would be an excellent. medium to get most of
these considerations into operation.

:18.-IC1 0-70-1S
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I will not comment on the university affiliated facilities, because
there already has been very eloquent testimony on this matter, except
to say that we need to work very hard to have the capacity to extend
the results from these facilities out into the operational area.

Again, being an administrator, I think I can say that one of our
greatest handicaps is imt being able to implement the things we already
know. We are way ahead of wlmt it is possible to implement.

I can say that very easily, because I am to blame, and most agency
administrators reafize that with better administrative structure, with
better resources, they can do a min+ better job of getting services down
to the level of the individual who needs care, which is where .the
services belong.

I shall be very glad to answer any questions you nray have, Senator.
Senator KENNEDY. Mr. Schnibbe, would you like to make a

comment ?
Mr. SCIINIBISE. Not at this time, thank you, Semitor.
Senator KENNEDY, Dr. Ganser, I would like to ask whether there

should be a continuing obligation for the Federal Government to sup-
port ongoing programs for the retarded?

What I am thinking of is, should the Federal Government give
permanent support to these various centers and facil ities ?

Dr. GANSER. I think the Federal Government already supports serv-
ices to the mentally retarded on a continuing or permanent basis in
several different ways, through educational funds, through welfare
funds, through aid to the disabkd, medical assistance funds, and so
on, so I think the Federal Government is already providing ongoing,
continuous support to the mentally retarded in several ways.

Now, these Federal funds assure the mentally retarded person of
his right for these services, and are extremely important, but there is
no ongoing Federal support for some of the unique and unusual pro-
grams that mentally retarded need outside of these areas. I think there
should be ongoing or permanent Federal support for those programs,
too.

Senator KENNEDY. If we are just leaving the States to develop
their programs themselves, how can we really be assured that high
quality_programs will be developed in all States?

Dr. GANSER. The quality of programs in States right now is very
spotty. I think that any Federal program would have to take States
from where they are now, but I believe that through expectations of
planning and improvement, the Federal Government and the Con-
gress could be assured that the money was being used appropriately.

I think that it is important to strengthen the State agency, rather
than to complain about the inadequacy of the State agency. We all
have inadequacy. We fell very strongly that the best way for the
Federal Government to be sure the State agency is doing a good
job is to insist that they provide adequate plans, to provide them with
resources to strengthen the State agency to get the people who are
competent to carry out those plans.

I don't think this approach would be difficult to monitor. I think
it can be monitored from the plan and the planned implementation
point of view.

Senator KENNEDY. I understand that the record of the varions
State agencies that have reviewed and commented on grants in the
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mental health and mental retardation field is somewhat uneven. Do
you have any comment on that?

Dr. GANSER. I don't think I am very well able to comment on
other States, but I would guess you are correct. It is spotty, because
of the equivocal nature of the States authorization, especially in the
staffing grants.

There is a marked difference from the construction grants, where
the State agency has a clear responsibility to approve before a grant
is processed by the Federal agency.

In the staffing grants, the authority and responsibility of the State
agency is equivocal and as a result they have very different methods
of handling this, and in some cases, as a result of the kind of expe-
rience Dr. Barnett mentioned here, they see little point to spending
a lot of time in reviewing them.

Senator KENNEDY. We have talked about where the most serious
problems of mental retardation exist., whether they exist in the urban
areas and the poverty areas, or in some other areas. You were here this
mornino. when we had splendid testimony that enlightened us on this
matter.''On the basis of your experience in one of the most effective
State programs, can you tell us where the netd is greatest?

Dr. GANSER. I would agree with what I think was said earlier,
and that its that the problem of what might be called the basic men-
tally retarded, with some organic components to it, is fairly standard
throughout almost any community and any cost level.

The sociocultural kind of mental retardation is most likely to be
present in those communities, those families, those areas of living
where there is little stimulation of the youngster.

Again I think one sees a great deal of this in compacted city areas,
but in Wisconsin we also see a great deal of it in rural areas1 where
we have rural poor, rural uneducated, who are unable to stimulate
their families properly, and we have many experiences with this
kind of youngster coming into a hospital, being there a couple of
months, being fully evaluated, and going out into a family care
home, and within a relatively short period of time showing an in-
crease in IQ and indicating basically a normal intelligence, if we
ffet them early enough.

We would feel that in our State the department of public instruc-
tion is providing the major kind of resource for these socioculturally
deprived youngsters, because they tend to me mildly retarded, and
they tend to be able to make use of that kind of service, the special
class kind of service.

The severely retarded, of course, are the ones that are apt to be
left without any help.

Senator KENNEDY. I want to thank you very much. It is very
helpful to have your comments.

I express again my appreciation for your patience with us here.
Mr. SCHNIBBE. I appreciate your Presence here as well.
(The prepared statement of Dr. Ganser follows

PREPARED STATEMENT OF LEONARD GANSER, M.D., REPRESENTING NATIONAL
ASSOCIATION OF STATE MENTAL HEALTH PROGRAM DIRECTORS

Accompanied by: Harry C. Schnibbe, Executive Director, National Association
of State Mental Health Program Directors, Washington, D.C.
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Representing:
Directors of the 54 state and territorial mental health programs.
In every U.S. jurisdiction except one (Colorado) the director of the state

mental health ageney administers programs for care and treatment which
include mentally retarded persons.

164,641 mentally retarded persons annually are cared for in 147 mental
hospitals and other residential treatment facilities administered by the
state mental health agencies. In addition, our members administer or
partially fund hundreds of (lay care, training and diagnostic programs
in local communities.

In 31 iitates and territories the state mental health director is exclusively
responsible for administration of the residential programs for mentally
retarded children and adults who are under state care. (In 21 other
states responsibility is shared with another state authority, with the
mental health agency, in some instances, acquiring full responsibilitY for
the adult retarded.)

POSITION ON ISSUE BEFORE THE U.S. SENATE

1. The state mental health directors support the cohcept of long-term federal
support of state care, treatment, education and rehabilitation of the mentally
retarded.

2. Howeverthe present system of federal matching support of state and
local MR programs is

fragmented ;
inflexible ;
competitive;
ill-planned; and
un-realistie.

3. We therefore recommend that it be junked in favor of a sensible new
system.

4. The present "system" of care for the mentally retarded is not a "system"
at allat either the federal level or the state-local level.

It is a mish-mash of competing schemes, dollars and services.
5. Here are some of the federal-state MR services fighting each other for

federal attention and a relatively insignificant number of federal dollars:
(1 ) residential facilities (eanstruction)
(2) residential facilities (operattno)
(3) non-residential facilities (construction)
(4) non-residential facilities (operating)
(5) training and/or education of the mentally handicapped
(6) education of teachers aud care personnel serving the mentally

handicapped
(7) rehabilitation programs
(8) categorical aid welfare programs
(9) medical care programs
(10) protective payment programs
(11 ) planning
(12) diagnostic services
(13) research
(14) demonstration projects

6. Here are some of the existing federal programs that compete with each
other at the state and Theal level for priority position to grab the presently
meager sum of federal grant dollars :

(1) MR hospital improvement program
(2) MR hospital in-service-training
(3) MR community Pat.-Aides construction
(4) MR community facilities staffing. operation and maintenance
(5) University-affiliated demonstration programs; construction and oper-

ation
(6) Ttesearch centers on mental disability
(7) Education of teachers of the mentally disabled
(8) Training of the mentally disabled

7. As many of these programs as possible should be consolidated at the state
level.

4r-VI'y
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8. Furthermore persons with related functional problems originat-
ing in childhood should have equal access to the established federal-state-local
programs:

(1) mental retardation
(2) cerebral palsy
(3) epilepsy
(4) congen ital malformations
(5) sensury disorders

9. These programs should be available not only to developmentally disabled
children, but also ( often neglected) adults.

10. We need at both state and federal levels a comprehensive program for
care, treatment, education and rehabilitation of the developmentally disabled.

This means the Congress this year, instead of the usual jerry-built, patch-
work-quilt of scattered services, should give the states ONE, consolidated
grant. It should be a substantial sum of money and it should have these
features:

Coverage: All flve categories of developmentally disabled described above.
Type: "FORMULA" grant ; one grant each year to each state.
Purpose: To provide federal assistance, for construction, operation, main-

tenance, staffing, training, transportation, research, planning, etc., of resi-
dential, day care, outpatient and other programs for the developmentally
disabled.

Duration: perma neat.
Planming and Regulation: each state should be required to have a com-

prehensive state plan, providing for a wide range of services; federal
government should have one overall advisory council to review and oversee
the general effectiveness of the program ( this would provide some control
over existing federal review councils that_ really have little expertise in
the problems of the developmentally disabled ).

State right: each state must be given the right to determine the allocation
of the federal grant according to its own PRIORITIES. Giving the states
simply the power to "review and comment" is less than nothing. I can
say here and now the states will reject such a system as already proven to
be ineffective.

Recipients: some of the grant money must pass through to local level ;
recipients could be state or local public agencies, and private non-profit agen-
ciesthose agencies with the most effective and diversified capabilities.

Matching condition: state would be required to participate with federal
government in funding the operation, staffing, maintenance of approved
programs.

Eligibility: state should be allowed to use the federal money not only for
new or planned programs, but also for established old programs and
facilities.

Federal Council Membership: the federal council should have at least
four members representing state mental retardation programs ; also at least
four members representing comumers of service.

11. Summary:
The state directors of mental health programs urge the Congress to

institute a federal matching grant system to serve the developmentally
disabled.

The money in this grant system should be AT LEAST $100 million for
the first year (which will be equivalent to proper funding of existing con-
struction, staffing, researeh and training programs now administered by
the Division of Mental Retardation ht

The federal government (in. the spirit of PL 90-577 the Intergovern-
mental Cooperation Act of 1968) should place in the hands of the states
full power to determine the allocation of the federal grant, after priorities
are established in a "COMPREHENSIVE STATE PLAN FOR SERVICES
FOR THE DEVELOPMENTALLY DISABLED". (The state plans would
be reviewed by a newly established Federal Council.)

The program should have no time-limit on it. It should be a program of
permanent federal matching support.

The program should he built on "formula grants" to the states. The
so-called "project grants" have been discredited as inequitable.

As in the "Partnership for Health" (PL 89-749) program, it is time to
consolidate the various grants to the developmentally disabled into one
"formula" grant and return responsibility for planning, priority setting
and allocation to where it belongsthe State governments.
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Senator KENNEDY. This concludes our hearings. Extremely valu-
able testimony and information has been received during the course
of the hearings, and I think all of us benefited from the comments
that have been made.

I hope that we can put some of these comments to work in improving
the bill, and I know that we will probably call on all of you again in
the coming months.

I want to thank each of you for your attendance here.
At the conclusion of the hearings, I ask that the following docu-

ments be printed in the record : (1) MR 68, the second report of the
President's Committee on Mental Retardation ; (2) MR 69, the com-
mittee's third report ; (3) a publication by the Department of HEW
on the mental retardation construction program ; (4) selected laws re-
lathig to mental retardation, and (5) prepared statements and other
information pertinent to the hearing that may be submitted before the
record is closed. I also ask that the administration bill, when it is in-
troduced, be printed in the record.
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Highlights of the Second Rtport of

The President's Committee Oil Mental Retardation

THE REPORT:

Documents significant changes in the
field of mental retardation

Describes a long-range trend toward
including mental retardation services
in programs for all handicapped per-
sons

Makes recommendations in three major
need areasresidential care for the re-
tarded, manpower for mental retarda-
tion programs and mental .retardation
in poverty neighborhoods.

AMONG THE
RECOMMENDATIONS:

Residential Care (page 11)
Improve standards and develop a na-
tional system of accreditation

Expand the Hospital Improvement
Program

Establish a program to relocate and
rebu i I d obsolete f aci ities

Develop an insurance system to give
parents a free choice in selecting resi-
dential services

Bring mental health authorities into
more active participation in develop;.''
ing programs for the retardedS.who
are emotionally disturbed

Mau Meer- (page 15),

Increase grants and awards to.ittract
top professiOnals into the,mt:ntal 're-
tardation field'

Develop grants for the training of
desperately neeied supportive per-
sonnnel

Make grants to develop statewide
volunteer servke programs

Develop in-service training and edu.
otion programs for employee im-
provement and advancement

Peprwation (page 19)
Make health and education services
available to every Child from birth
as his right
Enact the proposed 1968 maternal
and child healtl. legislation

Develop community afid neighbor.
hood health and education 'centers to
give jareventive health care and
screening, early education?and day
care

Dé%;elop. fixed facility.. and mobile
health, education .and social service
'programs for rural areas.

.0'. Expand careerialanning in supportive'
health, education and social services
in.low income areas

FOrrn a service group to teach and
.demOnstrate home and health skills
in low income neighborhoods

Urge pub!' organizations to under-
take large-scale membership and vol-
untary service program development
in poverty areas

Extend voluntary .fainily planning
services'to all Americans.

Include the.needs of the retarded
in model cities planning

Intensify research into the causes of
mental retardation associated with
social and cultural deprivation.
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The Edge of Change
THE PRESIDENT'S COMMITTEE ON MENTAL RETARDATION
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1Ve cannot rest as long as there is one child

who heontes retarded through our neglect,
one indisidual who lath the care he needs
because of our indifference,
onr person v./to fails to reach his potential
...no matter how limited.

lsrmoN B. JOHNSON

1/44 .00 -
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, Dear Mr. Presidents
- ,

.1 have the honor to transmit
.theSeconth'report oUthe President's. .

. .

committeeAn
Mental'lletardation.-JAlthoUgh:-I'have-assumedthechairmanshipAf the Committee.:teorecently4to

liarticipate--.in thedevelopment of the report And the recomMendations,nevertheless
urgejulleatconsideration.fOr:ite,recommendationkAn the Part:=6f-all'.,concerned government:.eneprivate agencies'
During iti second'year,,the:'Committee

has continued:Itd,studies.in the 10 priority need
areas'identified in its first' report.-'Work has focused on three of those areaa - residential care,-

.manpower needs and mental retardation
in poverty neighborhoods.'Reports and recommendations'inthose
three-4reas, together withan assessment'of trends that are working basic:change in mentalretardation programs, make up this:report.

Individual members of this Committee, Mr. President,are eminentin their fields And leaders og many years!'standing in theNation's.endeavor,to makeprogress in-serving human and socialservice needs. ,We can'lookto"the
futSrewith confidence aslong as distinguished citizens

such'as the members of thisCommittee give of their'experience,
knowledge and vision tohelp the Nation chart

itsprogress,for,the common good.,

The Committee'is deeply griteful,-for
the'encoUragement andguidance that:you have

so fully:And'Untitintin4ly given. Your,informed, continuing interest in the prOblem:of mental
retardation inspires'us in our belief that_the national effortto-deal:More effectively.with'mental

retardationwill ultimatelybeachieved-..

Respectfully:yourS,,- :

Chairman
,

The President
The White Houde-

_.:Washington. D. C.
.
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The Edge of Change

THE enduring change that brings new directions and meanings into life
cornes'on like a new day: not all at once, but in a growing definition of
shapes, a stirring as men awake, and finally a growing fullness of light and
movement.

Thus has basic and meaningful change been coming into the lives of the
nation's millions of mentally retarded in this decade.

There is a long way to go and much to do before the flew day for the
retarded is full. But the dawn is now far enough advanced to distinguish
much that is new and many of the directions that progress must take.

Three developments arc bringing on the new day for the retarded:

POPULAR AND PROFESSIONAL ACCEPTANCE of the mentally
retarded as hunian beings who can grow and learn to make the most of their
abilities.

AGENCIES' REAPPRAISAL of their missions and methods in light of
new and different human needs to be served. This reevaluation, often pain.
ful. is bringing new patterns of social action and citizen participation in
community affairs.

RECOGNITION OF MENTAL RETARDATION PROGRAM DE-
VELOPMENT AS AN INESCAPABLE PART OF THE RESPONSE TO
CRITICAL NATIONAL ISSUES such as poverty and deptivation, city
planning and renewal, manpower training and use, education policy, popu-
lation study and human resources planning.

Usheiing in the new shape of life for the retarded are hundreds of pro-
grams and projects. Federal government programs grounded in landmark
legislation enacted by Congress during your administration, President John-
UM have brought major program advances in a field of human need
seriously neglected before. This federal action such as construction of
university-affiliated training facilities, mental retardation research centers
and community inertial retardation service facilities has spurred import-
ant beginnings nationwide in meeting the evident needs of the mentally
tetarded.

As a result, social action, career and research possibilities never before
available have opened up.

And mental retatdation has been btought into the mainstream of citizen
concern as a national problem that every American can help meet in his
Own community.

err,
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Real change announces itself in new ways of tackling problems and
needs at the grass.ronts levet. Thew Are now hundreds nf such newlook
activnies throughout the country. The (Awing pages present .1 sampling.

Diagnosis, Sludy, Mannem: A Problem ol AnOlobility

Interest and expertise in mental retaidatn >II are still scarce in health.
education, social work. psyclmlogy and other professions. As a result, tom
petent. helpful guidance for retarded chilchen and their families continues
to be a desperate fted.

Progress is coming as specialists mognize that mental letardatirm is a
many.sided problem and that its "one- comes only in tft fullest possthle
development of individuals' funicular abilities. Prevention demands massive
public educatinn and public insolvenwnt as well as top inofessional work.
These needs are now produdng such innovative programs Ay.

DIAGNOSTIC. STl IDY A ND TREATM ENT CENTERS. These bring
together te.uns hrun many fields. The U.S. Children's Homy has taken the
lead in starting a national network of such centers. Some states are now
btdlding their own. 'Hie im of these centers is to put comprehensive diag.
:mole and study toners within midi of every family.

REGIONAL 5E10'10 PROGRAMS. Here the Ailll is make care.
education. training and other servke pmgrams f or the retarded conveniently
available to every family. A fell' MACS HOW have a network of such centers.

COMMUNITY CENTERS. These are on the limit lift of community
health and social services. Sono: serve only the retarded, but increasing num .
hers work with all handicapped conditions, Their sponsorship and patterns
of operation differ. Some arc undeenneroof cooperatives cif community
public and private agencies. Others coordinate tft efforts of groups of
agendes.

SPECIAL MEDICAL AND M.LIED PROGRAMS. Of many kinds,
these seek to meet specific needs thatusuallyhave been overlooked be.
fore. Examples:

A southwestern city's mouth fare rIAIIII14: and dental treatment program
for every retarded child in its area.

Nlithile unit diagnostic programs in some rural areas.

Trained home hold] aides to whew mothers of society retarded chi!.
then of their constant care.

Homemaker servkes for f amines with a retarded infant.

PUBLIC INFORMATION PROGRAMS. he great number and variety
of these highlights the widesprtmd publk nuerest g,enerated by the problem
of retardation.

The 3.year public service campaign on rummil retardation coordinated by
the Advertising Council brought over 530 million in contributed space and
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time from newspapers, magazines, radio and television statnms and display
advertisers.

State and community campaigns to spur public awareness of retardation
and its causes have been conducted in nearly every state by such groups as
the U.S. Jaycees, Civitan International, United Commercial Travelers, wom.
en's club federations, service fraternities and sororities, These act ivities have
often been tied to measles vaccination campaigns, better nutrition drives and
other mental retardation efforts.

Residernial Care: A Road lo Alain Streel

Everybody's picture of the "had old days" in mental retardation is the
large warehouse giving custodial care to the forgotten retarded. That pio
ture. rugically and disgracefully, is still true about many of the nation's
public and private instil Minns for the retarded (fee staid retort Isegimring
on page 11),

At the same time however. dedicated stall's, imaginative state leaders and
federal encouragement for innovation are spurring the development of inste
tutional programs of startling freshness and vision.

COMMUNITY GROUP LIVING PROGRAMS. These are making it
possible in some states to move significant numbers of people opt of institu.
tions and into community living. Making the move are two kinds of instill:.
thm residentstrained workers starting on iobs in the community and
semi-independent persons able with minimum supervision to live in the
community. This trend has brought major growth in community foster care
programs for the retarded.

BEHAVIOR MODIFICATION, hnprovement in the hyperactive. smite.
times selklestroctive behavior often (mind in the severely retarded bas
made learning and social gronth possible for the first time for many res
tarded persons. These capabilities in the severely retarded were undreamed
of even by most experts until recently.

"SPECIAL EropLE- PROGRAMS. These bring the care, compassion
and hope of concerned citizens into the lives of individual retarded persons.
They are vitally important. elf ectice progtams that operate on small budgets.

The Foster Grandparents Program gives this service opportunity to the
elderly. Iligh school and college students take part through the Student
Work Experience and Training (SWEAT) Program. (Unfortunately, both
these programs have beers curtailed by budget cut 5 this year.)

Some institntions give serviceand training opportunities to VISTA vol.
unteers. At lust one instifintion has ((tuned a Neighborhood Youth Corps
unit of retarded residents.

Nearl) every institution in the sonny has a group of annmunity vane
teem These groups increasingly indede high school and college students.

INNOVATIVE REISPONSE-TO.NEED PROGRAMS. These are %If
many kinds. For example: Residence ward nurses in a tniduest institution
learned speech and physical therapy techniques in order trt supply steady
reinforcement to therapists' work during residents' (toward hours. ... A
southern institution fitted a hus as a mobile classroom so that field trip expe.
riences coidd be discussed on the spot before returning.... A west coast insti.
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INCREASE IN NUMBER OF
PUBLIC INSTITUTIONS
FOR THE MENTALLY RETARDED 19634961

INCREASE IN NUMBER OF EMPLOYEES
IN PUBLIC INSTITUTIONS FOR THE
MENTALLY RETARDED 1963.1967

.1963

..=2;

,120 - 140 360 160

Approximately SO% hinie less than 1000 population; approxi-
mately 30% ham mote than 2000 population. Most institutions
established since 1960 have less than 1000 Population. Of the
present 165 Institutions, 33% have bun consliucted in the past
len years.'

*1"...tY.4.11'..13141L11741111Ba..374E=ISi711:L.'7, `,11:1=15.,

INCREASE IN NUMBER OF RESIDENTS
IN PUBLIC INSTITUTIONS FOR
THE MENTALLY RETARDED 1963-1967

90.000

MAW':

70.000,

.';': :1963 ,1964 .1965 -1966. 1981: ;

Although there was a 35.6% Increase in number ol employees
dying the period shoen, the statovesident fatly changed very
lithe. There was still In 1967a need for 50% more stall to meet
the minimum ratios established by The American Association on
Mental Deficiency.

Stall.tresident lath. 1963. was h 215; and stell.toresident
ratio, 1967. was I: 215.

INCREASE IN OPERATING COSTS
IN PUBLIC INSTITUTIONS FOR
THE MENTALLY RETARDED 1963.67

Reports Indicate I egnilicant Increase In the severely retarded
and the emotionally disturbed mentally Intruded wrong recently
admitted residents of these Institullons.o

:1

Although operating costs Increased by more than 63% In this
period, stall Increased by only 35%. There Is presently a mod for
50% more staff to mut minimum standards of The American
Association on Mental Deficiency. Since wages and salailes are
more than 70% of tha Institutional budget, it is apparent that
total Increase has not kept pace with need.°
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Illation uses behaviormimlnii anon lii teath one group. of residents lmw liiwork with another.
IloIre severely retarded grolip to improve the latter'sbehavior An occasional community is now developing program: to meetthe special needs iif the adult retarded. a gon,lp o(l'li rreeibmiked,

Ahs beilly,tackled in some pfligrains
,Ire the needs of the multi,ly

handicapped retardedMdividual .. A ,orninunitv servile group in
,ine eastern state works withmentally letarded offenders tominitted to the state penitentiary. (A nationalsample of fmagio prison

initiates IN.IS retently found to nithnle !wady Slammentally.tetarded pythons.)

&with!, nil Dry Caw Alan; Earliii; Biller

Discoveries of far.reaching
significance 11.11e been Indde in recent yearsin the held Itf learning.

Studies have frimul that the period of most rapid learning tomes yearsbefore school begins. 'Elle range of an individuars intelligence
it largely Setin earliest childlumd. It tan he hhnited in those same early years by a limiting, hardi, negaticv emitonment.

It LIS also been found
that rraditiiinal education methods faced manychildren with problems that their spetial teaming bandit ars snake difficult orimpossible for them to sfinnoont.

Education and ilay care foi the mtellecnially handicapped
have thusprown tqs at introyationaninded,

prolnsig hields. Some of the newlook pro.grains I1r7 11111br 55,,y in these fields include:

PRI...11001. CLASSES. These aim to give the tetarded thild a runningstart when his potential for
learning is highest. Another goal i1 to preventfunttiowl tetardation. Programs r.mge from infant stimulation prokts toschookistranee leadiness dasses.

MA0 llNrs. SPECIAL MATERIALS AND TICIINIQUES.
Samples:

A multi.station elettrolic
laboratory gites plogtammed

Mscruction toyarying.sized groups
similltanorusly. An aide supervises each group. Teat iiers o woman, on thrhh en needing

indivithial attention.

Audiovisual presentatimis and role.playing supplement field trips in awestern program that helps retarded thildren build a sense of telf.worth,
A reading readiness program built on picture.wmd

associations prodmesresults eten with severely retarded pupils.

A community center pollutes film strips On personal hygiene and groom.ing for the trainable retarded.

A state university produces
an educational television series for theretarded in etery primary

and intermediate class in the state.
A private urganiration

center clet ited simple preprimers whith retardedchildren in a leading readiness
program compiled from their personal exile.rient

SPECIAL INSTRUCEIONAL
PROGRAMS. These are as varied as thrneeds that ilnaginative special

educators see. A midwest public
school systemteaches wimps of language

and systematic thinking to pre-school children

30-191 0 - - in

tr.c:1471

. t tc.
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Who have language dart:U[11es. Ann is to os moon.: retardation caused by
social deprication.... Several 'ohm school systems 11.ot driver education
programs hit the educable nu:malty retarded.... Another midwest system
['mettles a "continuum of Lare" turruulum rhat begins in the preschool
years and contimies ono adulthood for both educable and trainable men
tally retarded.

DAY CARE TRENDS ARE TOWARD MOPE PROFESSIONAL PRO.
GRAMS, away from babysitting and "just play." Among developments:

One western slate has dot:loped an atcreditation program to upgrade
the onnretente day Care tenter administrati irs. stalls and aides. Three

ullive"illes "Tel" by olbimg 'basses.
Pols In health iliirses in a southern slice yie 011404 he.ilth 01,Ills in day

c.ire center.; fur the retarded.

The ',flit': InL,1""i r"""i"" t,asteut state Jill,
ic,11.ons..aller cm .ay Care aim ales to nem Louring functional retardation.
... An institution in the saint shile tillers minullernine .m10111010 proyr.inis
for the t hitll,cii id inigiant workers.

SPE.C1AL IDI 'CATION INS1 Rt 'CrIONAL MATI RIALS CENTERS
Established by the 1:.S. Offue of Edutation 01 itroper.thou unit turn ersities.
these . enters spur a thou of ulformattosi and grOdalitt to special ethleatItin
leathers of the retarded and other hilidu.tpped Irnateen Cullers are in
Operation.

Employmint

ATI,. JO Jobs

Vocational training mid employment of the .etarded hare proses! out
in dollars and cents as well as 111 the intallt.tilites ttf Nide and dignity.

Lifetnne incomes of %manorial rehabilitation trainees . according to a
Department of Health. Ethicationind Welfare study, aS nap: 16 rimes the
cost of the training.

The nearly 5,000 Mental]) retarded Workers in IU WW1 goVerlitnent
agencies receive a higher percentage of otast.oiding performancc ratings
than any other gmerionent %%Whets.

A national food service company Mat has employed retailed WOrIcelS
for more than s %ears Mood in a oilliparative perfornunce study that
retarded workers stay in their jobs user twice Js ltmg, do their jobs well
three tittles JS Often. and get along with cossothers far better than non
retarded workers do.

Every achievement, however, reveals new needs to be met, new horizons
to he exploted. Among newlook programs are:

Jolt suoLIFicwrION AND REDESIGN, These nre now making it
possible to train retattled workers as data processors, electronic component
assemblers. bank clinks and offset MS, operators.

INTENSIVE JOB PREPARATION AND PLACEMENT PROGRAMS.
One midwest Slate's prograin irtipS five ageriCieS ill 0118.10 9.month prepara.
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oon of Imigmme lust minim resuletits Is ((lIsts housekeeper., and
food service workers. finds 'Unites fill ltlelli ill Mid IAA us 1111111

in Mt,.

SPE(:IAL RFSII)IN FIA1.1RAINING PROGRAMS. These ptomains
offer Monday through Ftidas iesidential entet Ir.lillliit oprtirlimities III
letarded pelsons who ...Hulot riniceniently take training itn a clay basis

Ruin*, Programa*, Alanpothr Dorlophur
What tlx Action Go Forward

Until recently, the design and administration of plograms for the men,
tally retuded was largely confined to programs in residential institutions.

The emergence of onninunityliased setvices during the past decade has
radically altered old pattems. Today. the planning and mlininistratinn of
upttatilatelungtaills hin the retarded is a highly complex activity that teaches
into every mea of community emit:Am. It loins mmly kinds of resources tn
bring better service to the tetardol and hipldy immaive.

Anmng examples of new lottk progtam design. administration mid
die ridd me:

A midwest stiles hilt ii/XiOffi 1./11 111/0In41thai %mitt, tied him state
university tennputer tenter.
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A oop,rathe plaimiug and erngrainnimR propu for a traria) Jaded
arrd of ibmnands of upare aides, bring catried out hy fmn western states.

;)4$1 Communications heart f the pmgrain is a nownik of intensively trained
citizens whose strategic locations make them logical referral and feedback

-19%1;kfr

A cential slate's intetagency ittardation planning group has developed
and begun implementing detailed writ', phomiog model( for work with the
socio.onnminically disadvantaged teenaged girl, the pregnant woman in a
pos errs. area and the preschool child in deprived amts.

The N.1 liondl Association for Hoarded Children estahlished during the
past year the first national organization of youth united to serve the retarded.
State mins are being organized tapidly.

A midwest city's association for retarded childten and tutti.posetty pits
grant inniody planued and dvielyted a Critter for handicapped dtddro, hi
1,,n itn,mr, iglibenePledi.

frnrinhopn, training inoildct,infenmarion earhang, awl whir in.aerrier
',e.t.d./n:1round It tiritiel ate hemming widespread. Grossing numbers of pro .
grants use dosed circuit television for staff training JS Well as case study...
A snuthern regionwide program spurs training and experience exchange
among retardation specialists and institution staffs.. , . An eastern state insth .
billion offers a course to qualify attendants for high school equivalency cen .
tificates with tesultant job adsancenseot and incteased pay.

Aiming for onetwone stall.palient tatios iii ptugtams for the retarded
and other handicapped. an eastern state Intint surprathe worker] ho
special/Os. thetehy freeing the specialists to concentrate on the 111.1jof con .
cerns their toining has qualified them to handle.

Vilhal /Ix NosLook Programs Akan

Cilinal 301.111 111 focus ;mention un a specific health or social problem
bas been a piton force behind dramatic advances in Americ,rn health, edit.
cation and soda! services.

Such action has led its two gcnetations' span 111 alninist total omquest iii
the United States of tubercultisis, polio, diphtheria and measles. It has
spurred wide popular pa rtitipation and technical progress in overcoming
mental retardation, menral illness, :.v.irt and circulatory disorders, crippling
neurological conditions mid canter. It is now awakening the nation to the
profound intorelathinships of non and Isis environment.

Almost eversthing we have been leatning in this explosive eellliiny. how.
ever, has shows as that no piolilon exists in a vacuum.

Solutions to Ptoblems A and II may be found in a study of apparently
unrelated Problem C.

Effective diagnosis. study and Ireittnetit of arty conditinn now requires
the cooperative knowledge athl skills of many people from many fields.

At the satne time, our communities' health, education and social needs
partirulatly in low income atertshave become so great, and the resources
to meet them so inadequate in their present applications. that fundamental
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revision in the delivery of community services has become a critical necessity.

Leaders in the field of mental retardation must face up to this challenge.
The campaign to prevent mental retardation and help the mortally retarded
utilize their abilities fully is entoing a new phase.

Because resources of money and pcople are short and because human
needs arc so deeply interrelated, people and organiaations interested in spe
cific handicapping conditions will need to work ingather increasingly.

The development of all.inclusive approaches to handicapping conditions
will promote more effective services for retarded individuals than can he
fonnd in most communities today.

Such approaches would end the tragic limbo into which the emotionally
disturbed retarded have so often fallen.

They would end the frequent neglect of individuals having unusual
retardarioreallied conditions such as autism.

Comprehensive approaches would particularly make it possible to tackle
the awesome amount of mental retardation that has sncial and environmental
causes. This retardation is frequently neglected in todays largely biomedi
rally oriented research and trearment programs.

The time has come fru workers with the retarded to surmount their
fears of submergence and neglect in comprehensive programs for the !ranch
capped. Substantial grounds have often existed for such fears ... and still
do in many programs. Rot important clunges iri knowledge and attitudes
about the retarded arc combining to mike enlightened action possible.

The mistaken notion of retardation as an irreversible, unchangeable cots
dition is at last givins way in a score of fields. Replacing this longfrozen
view of retardation is a mounting involvement and excitement among
scientists, health specialists, educators, psychologists, social workers and
therapists.

This new attitude is bringing attention, respect, and action programs to
thc field of mental retardation. If wisely cultivated, it will assign retardation
as important a priority in comprehensive service planning and program.
ming as that given to any other handicapping condition.

The protection of the interest of the retarded over the next decade, then,
will probably be a matter of mo related endeavors.

We will need to cultivate the excitement about the possibilities of mak
ing important progress in presenting and overcoming human functional
disorders.

And all groups and individuals concerned about such disorders will need
to insist that etery handicapped individual get all of the help he needs to
gross to the fullest realization of his own abilities and pntential.

* * *

Last year, thk Committee pointed out to areas in which major action in
furthering the national carr,pargis against mental retardation was needed.
During the year since subnritting its first report, the Committee has focused
major effort on studies in three of those areasresidential care of the
retarded, manpower for programs working with the retarded, arid poverty.
linked retardation. Reports with recnnunendations in these areas follow.

. ,
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RIORITY REPORT:

Residential Care for the Retarded

M.1N 1 ot Ott- twArlt 200,0,1) 10.,kruts ill st.ile
IrIS tot !hi. irrttri.iiiu itrt.iuiiiii BC ID di,

gr.uvthl al/ flit' 1.110; 0,11 llJflll,lliitl
Tell, Its Stilt, id flirt tolerate in pin ands °limited
billows tin

Nlinolver, the tatihnes 111 is Inth thewr retarded
persons hiss. are m rmitty taw, III .1 ',Lae :II detay.

The as 1.1.1c illIltd11114S i5 .1.1

)c.lts. S01111: have la:Abed the tentury mark. At least
,(1 ref:ell/ are funtuoryills inadequate htt the Cafe.
14fOrStll, and rehabilitation programs that
C.111 slIct cssfoHy tarried out w tb the retarded.

lit le,ls1111, ate not hard to find.
Mani- states' institutions are 3thrunistrative step.

claliltem hey are ill ten lor meti in remote plates,
far from rupli,ttiirfl lentcr,. attrilding tI ,,
presailing VIeW of the retarded as mistakes of BAUR'

be Isui out of sight.
They are poorly budgeted: the national aserage

expenditure pet person 1,et day-it ith 311 tiusts. brutil
dal\ t In.hrtvr. figured in -Is just and
at not amounts range down ill just mei 53.00 ill

e5.

Stan, are often underpaid, underrpolified and
,Itilrhlt reasonable (rope of (rasing better working
tondrtions ur careet ads.iiitetrient. butitivion iota.
non, atud pa stales make retruitment rb tr3tried
manpower drIfitult. Archaic. uneconomical atlillity
Pin-mite pi-Antes, born of the hmbulkeet tmessity
to -make do.- lose hardened into tiadition at rnany
institutions.

Seen m this perspectise, the attomplisliments of
some litstoution mid tont in det dor
Mg fresh, innovative programs (see page 1) appeal
tlearmiratult

The tlosest deselopment of stand.
aids for tesidential (acilities for the retartled has
been made hy du. American Assoodion on .%lentril

Delft:woo II tilt it, lliStIt101,11a:
lire AANIl) obit:. helpful rhiqu.ils has in

guirlinr: mane leititett,n. nnpr..sernst,t .1. lo

6,IVE'IS tile trading ,11.11

re of resi.leritr 11,15 d lul s

day3oday t..tte

fo operafe those ...often fa. Cr:L.., ti rts .

hientral c,o of the Ill.:tried. III ,d1
It o half .1 111111011 raid to nerp3iiiateioni-ril,
inhumane warellousini.4

Ot how to truprot ci tbe.
StItlIttillis lilt the ment illy ;carded is a and

11111... 111C 'pi tia r!,;,:c!II is V.:LI.r! !
1111 htllid1111!.s. ,,rd
that., that it.tie existed m ireglett dec.n tor mini
ear, with little tir no thom:ht I 1.1,1111

needs by either state idncials or the void:5

lfenovatiori of existing !sodding, often too
tustly to undertake. liut states hesitate in .&.indon
suth buildings irLiaus.: Of OW iftvCstItlent put into
them. 17intinig another rue for Ilium is usually difti

ilf 1111:11

1111rn: at institution budgets tan he like .1f1 espy-
into a hidden land 111.1r tune fru-got Needs

that were gte,it itt Nip may tu.r ct h.tve !Ten ton.
structivel) studied ansl responded Ill. The hundred
different ways of ruing 1,111%,1,3 lab", tir
tieSil OW penny-pinching. personnel budget, would
appall lalsor anti management syrt Ill

Housed iti if) rdcluate Imildruds and chained by
inadtquate Imilgtts, many instoutions. 111, if CO. Ct.

C.I.lflirt hrlltf,r! ale sin.' f kind of population they
must care for. N,utottu ult., there art. thousands of
mildli retarded 111,11%1,41.11s. -Isehitvior prohlems-
and -slow learners- ill rodent:al latihttes tor the
retarded who should not be in aloe institutions.
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Thousands of severely retarded indisiduals arc on
waiting lists trying to get in. Institutions' budgets,
administrative diannels and tics with other agencies
are too often insufficient.

The need is now too great and too long neglected
to be solved by the states alone, Massive federal in,
tervention to spur the improvement of present facil.
Ries and the development of new, up.to-date self.
renewable systems for the residential care of the
mentally retarded is imperative.

The recommendations that follow offer a pro.
grant for beginning the job in a constructive way that
will make as much use as possible of existing fadli.
ties and resources.

I. Control of the quality of public. nonprofit and
private residential care for the retarded is essential.

We recommend, therefore, that the appropri-
ate professional and voluntary organizations, with
support from the federal government, take imme-
diate steps to improve the standards for residen-
tial care of the retarded and simultaneously de-
velop a system of accreditation of residential care
programs and facilities for the retarded.
2. The federal °government's Hospital Improvement
Program has elicited imaginative new approaches to
delivering residential care in state institutions.

We mommend that this program now be ex-
panded to effect major change by:

A. Greatly increasing fonds, with the provision
that every state institution for the retarded have
opportunity to participate.

H. Making awards on the basis of a state plan for
bringing plesent institutions up to acceptable
standards and the development of community-
hosed residences as alternatives to institutions.
C. Relating awards to the size, budget, and needs
of the institution.

Particular effort in this conneztion must be
made to meet the unmet mzeds of :lie severely and
profoundly tetarded. Accommodations and care
for them are inhuman in many institutions.
3. The use of outmoded, mass.housing buildings
must he ended. Industry has rarely hesitated to alma-
don and replace obsolete plants: states should be no
less firm in ties eloping up-to.date facilities. A new
geographic distribution of modes and forms of mi.
&tidal care servicesincluding group homes. tesi-
dential vocational training centers. nurseries and spe-
dalized nursing homesis badly needed.

We recommend, therefore, that a new part he
added to Public Law 88-164 to establish a con-
struction program for relocating and rebuilding
obsolete residential facilities.

Safeguards must be included to insure that future
institutions do not perpetuate the mass housing and
programming patterns of the rist. and that the con.
struction he planned for easy modification as new
tec longues and needs arc found. The planning should
he carried out in consultation with architects. utban.
ologists, demographers. community developers and
other specialists in environmental sciences.

4. Hospital In.Service Training Program grants
should be greatly increased to include significant
training for both leadership and direct service
personnel in residential care facilities.

5. Public and private social services for children and,
adults are related to residential care for the retarded
in two ways: one. they can suggest alternatives to
residential care; two, they have the competency lit
cminsel families during their times of greatest stress
such as the time of deciding to seek a child's
admission to an institution_ or that of returning a
retarded person to community living.

We rcomonend that federal. state and local
welfare agencies, both public and private, clearly
identify a portion of their resources for welfare
services to the retarded and their families.

Such setvices include casework. adoption. home.
maker servkes. foster care and day care.

Immediate strengthening of child welfare serv-
ices to the retatded through expert staffing, con-
sultation and training is an essential componenr
of this recommendation.

6. We recommend that a federally supported in.
surance system be estahlished to enable a free
choice in selecting residential services.

The exercise of free choice in the selection of an
institutional home for a retarded individual will
bring to the residential care field the improvement
motivatitin of free. competitive entetpthe.

7. In order to provide a viable choice, we further
recommend that a system of loans or grants be
developed to assist private nonprofit and propri.
etary organizations to establish alternative forms
of residential care for the retarded, such as hostels,
group homes, nurseries. residential vocational
training centers, nursing homes and estended care
facilities.

8. State and local mental health authorities and
the National Institute of Mental Health should
take active leadership in deseloping services and
programs for emotionally disturbed retarded per-
sons in residential care or community programs.
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1TY REPORT;

Manpower To Serve the Retarded
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Neightmrhood Youth Corps programs he ex
paneled and new grant programs be made avail
able through the Departments of Labor and
Health, Educasinn, and Welfare to recruit, train
and place supportise wnrkers such as teacher
ahles, nurse's aides, social casework and family
service aides, and attendants in mental retardation
services.

These grants should he administered primarily as
work training and employment grants and should he
made particularly available to Inw income applicants.
The place of training and employment should puler.
ably be clinks. schools (including public sihool spe-
cial educat in classes) and (enters serving tlw needs
of the retarded in the trainee's neighborhood.

3. We recnmmend a sustained effort on the part
of all agencies operating programs for the re-
tarded and other handicapped to attract into work
with the retarded those qualified workers who
may need only refresher training or slight retrain
ing tn return to wink in service professions.

A great potential in this arca exists in nurses,
therapists. teachers and other professionals who are
nnt working during their family.raising years.

4. To expand mental ietardation servkes with exist-
ing and potential manpower resources. we recom-
mend that professional groups recogniae and ex-
tend professinnal acceptance to supportive per-
srumel who work with their members.

We also recommend that professional special-
ists and their associations evaluate specialists'
fonctions with a s kw to transferring as many of
st,icirlisk%rfsunctions as possible to trained supportive

We further recommend that professional
groups reassess in light of the preceding any
restrictions ss hich they IlOw place im the use of
nonprofessional support personnel and reduce
thine restrictions to a minimum.

We in this cloths ti also dim higher edu-
cation institutions mine curricula to assure that
courses refits r c mrent thought on specialist and sop-
roltive staff dot ies and responsibilities in sutures for
the retarded.

S. To improve raili/ation of adult and )nuth volun,
leers and tn develnp solumeer service as a major
mental reta rdat bill manpower resource 551.' recom-
mend that a Department of Health, Education,
and Welfare gram program he made available to
cult male to set up, espand or modify a solumeer

service program asailahle to froth tax.supported
and prism:: programs for the retarded.

6. We recommend that institutions, milord% cen-
ters and other facilities offering servkes to the
retarded develop emplotee education and training
programs for emplmee self-impros einem and up.
grading, The Depattraents of Labor ami Ilealth.
Education, and Welfare should collaborate in
helping niake sicdht piograms possible thrmigh
grants and development of training models.

We also urge that supportive ccd cupatiiins in
service. to the mentally ietarded he recognited as
career o1cportunitie5, with adequate remuneration,
rumli.job and other opportunities for learning
new skills, and predictable lines cif advancement
and proninLion for qualified aspirants.

7. To permit a wider sharing of kitinvkdge and
experience in the field of service tii the retarded.
we recommend that the federal preeminent de
velnp and f und a program through which clinics,
schools, residential care facilitie,5 and agencies
could exchange specialist and supportive workers
for mutual program benefit.

it. To establish a common terminology for jrihs and
positions in programs serving the retarded. we rec-
ommend that occupations serving the handicapped
he defined in the Department of Labor's Diairm.
ay 111 Occupational Tide, and that the diction-
sary's definitions then become standard reference
for workers serving the mentally retarded.

In developin,e these definitinns, the Dipartment
of Labor should also identify nonprofessional duties
that have acionitilated in the work of professional
workers with the handicapped and suggest possible
new service and support txcupatimrs in which these
duties could be combined.

11=.-

A
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ITY REPORT:

The Retarded Victims of Poverty

MGT:
Thievfnurths nf the lotion's mentally tetatded

ate to be (mind in the isolated and impovetished
colon and rural slums.

FACT:

Conservat ive estimates of the incidence of mental
retatdation in inner city neighborhoods begin at 7
percent.

FACT:

A child in a low income rural or uthan family
is 15 thnes morc likely to be diagnosed as tetarded
than is a child 1mm a higher income family,

FACT:

Forty-five percent of all women who have babies
in public.hospitals have teceived no prenatal care.
Avoidable complications of pregnancy, which ale
often the harbingers of crippling conditions in chit-
dien, SOar in this group.

FACT:

Incidence of premature births (among whom
neurological and physical disorders are 75 percent
mote frequent than in fulLtenn babies) is almost 3
times as great among low incnme women as among
other groups of wnmen.

PACT:

The mortality rate of infants born to low income
mothets is nearly double that nf infants born to
mothers in other income buckets.

Mar
The children of low income families often arrive

at school age % ith neither the experience nor the
skills necessary fm systematic learning. Many ate
found functinnally retarded in language and in the
ability to do the abstract thinking required to read,

write and count. An appalling numbet of t Ilene chit-
dren Pother behind with the passing of each
school year.

FACT:

Students in the public sihools of Unser city hue
inmme anus have been found in numerous studies
to he from 6 months to 3 yeats behind the tuthmal
norm of achievement for their age and grade. About
three times as many low inuone children as higher
incnnie dildren fail in school. The child whose
father is an urban laborer los only one c !lance in
3,581.370 of being named a National Merit Scholar:
but thechild whose f ather has a ptofessional or tale

has one chance in 12.672.

The oteof Selective Setvice System rejectinns for
intellectual underachievement is 23 percent nation .
ally and sons to 60 percent and more among poops
whOSC Illelobels are largely from low income areas

Mounting evidence is pointing to an intimate
relationship between diet mid mental and newom
disorders. Low incomes. economic stagnation. high
rates of malnutrition and high incidence of disease,
health ptoblems and mental retardation arc all found
together in the nation's poverty neighborhoods, and
even though they cannot yet he directly linked, more
than coincidence is obviously at mod:.

To those of us with responsibility to advise on
measures to combat mental retardation, the meaning
of the known and apparent facts is clear: the condi.
limit ol life in povertywhether i» an urban ghetto,
the hollow, of Appalachia, a prairie thaektown or
on art Indian reservationcame and nurture mental
retardation, We believe that attack no the fester
points of poverty will also hit the CatISGS of retarda-
tion in the nation's rural and utban slums.
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We therefore support and urge all speed in the
war tes poverty at all bvels, by both the pubhc and
private sectors of AOletitall life. Within that frame-
work, and with a focus on preventing mental retar-
dation as well as other handicaps, we make the fol.
Inwing specific recommendations.

I. Since mental handicaps afflicting millions of
Americans stem front neglect. deprivation and lack
of stimulation during infancy and early childhood.
we recommend that all service agencies, both pub-
lic and private, act now to make health and educa-
tion services available as the right of may Ameri-
can child f rom birth.

The need for such action presents itself in every

part of our communities. It 1135 reached crisis stage
art the nation's low income are-as.

We recommend passage and full funding of
the nraternal and child health kwislatinn which
you, President Johnson, proposed in pen 1968
State of the Union Address to assurc prenatal care
to mothers anti first year medical care to children
in disadvantaged areas.

We also urge all necessary steps to assure sys-
tematic attention to the medical screening, health
care and developmental education of childmo
prior m school-entry age. In the absence of such
attention today. nearly irreversible perceptual and
learning handicaps become deeply rooted in great
numbers of children.

We recommend that the needed services be
made availabl" in urban and subu rban areas
through community and neighborhood health and
education centers located for convenient access by
all. These renters would initially furnish three kinds
of services:

A. Preventive health rare and systematic screening
for health and developmental handicaps in children
from birth to seiroolotty age; prenatal care and
counseling for pregnant women.

li. Early developmental education beginning in the
child's first year.

C. Day care for all dahlias who need it, with the
aimas in Project Head Start of promoting
mental and social devdnpment from infancy onward
and aiding parents to ounurage each child's growth
as an individual.

CHILDREN ORDER AGE 17 Wi.10 HAD ROUTINE PHYSICAL ERAMINADON DURING A 12MONIN PERIOD, 1962-63

Porcent
60

Urben Rural Under
$2000

32,000- 14,000 67,003- Over
4,660 7,000 10,000 110,000

Mental tetattlathn ard other handicapping mullions are often found through physical examination in childhood, but the
notated near dill arid The Child in the imporeathed tinily is Witty lo mitt esanunalion. Handicapping rincitton will there.
lore go undetertetrt
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These centels would be financed cooperatively by
the federal government. states and localities.

We do not minimire the great practical problems
invohed. bilt we believe that a network of centers
in the highest.need allsts can be started quid:1y. First
rquireinent is a wholehearted stimmitment by «an.
munity leaders, public and private agencies. pies .
sional groups and sine otganieat ions to Novick
health and educa tbm sereises to infants and addict)
AS a litstpriority investment in the itation's long.
term health.

Representatives of the population living III thc
area to be served should be involved in the plantUng
mid leadership of cash outer so that the progtain
meets atea needs and sontinnes to do so.

2. The problems of the handicapped in rural Amer-
is.a urgently require special attention,

In our preoccs path m with urban needs and prob.
Ions, we have overlooked a crisis in MAI health,
social service. and education dot has been steadily
growing more acute. This crisis was documented
recently in the report of the President's National
Ashismy Cc.nunission on Rural Poverty. Tbe Pople
LI fi

The basic fact is that people in most rural areas
ate 11141 few. ti n1 scattered And Of ten (oo pxo to
support udnjumam t e cervices.

This problem needs to be attacked on a !lima
basis. As in the cities. existing resources should be
brought together and applied.

We recommend that count governments,
school districts. public health districts, medical
and other professional societies and voluntary or.
ganintions (including such major rural fortes as
the American l'arm Bureau Federation. the National
Farm's I 1iotti. the National Grange and other
groups) pool their resources to plan regional
health, special education and social service facili.
tics and programs that ran handle the unique
problems of specific tutal arehs through a
nation of fixed-f acility and mobile services.

State arid federal tesources should be applied on
a supplementary basis to aSSIIre adequate facilities
and setvices it) areas unable to finance or maintain
thou entirely.

We suggest t hat the United States Department of
Agrisulture's Extension Sosice, the Partnership for
Health Plogram and the comprehensive Rehabilita.
tion Planning Program take leadership in promoting
and roordinating the development of these regional
ptogoms. The population of each region to bc

311-191 0 70 - 20
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MERITS CHILDREN: AN EXAMPLE OF
EDUCATIONAL ATTAINMENT:
NATIONAL IEVEL VERSUS APPP AMA

toomoto

ON THE NATIONAL LEVEL:

for eve), to pupils In first grade: 6 gradate from high school;
mote thm 2 go lo college; mote than I laisins college.

BUT IN AlfAIACHIA:

for every IC pupils in first grade levet than 4 graduate horn
high school, lust over I goes on lo mane; fewer thin I
finishes college!. ;loom Inskte backsoset
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served should be represented in planning and op.
cratninal groups.

3. The soaring incidence of motal retardation in
the nation's disadvantaged areas rails for continued
and Mimi lied programs of Mutation and rehabili.
tattoo fin all persons whose skills and wlf-reliance
could be improved.

We remmmend. therefore, that federal assist.
:ince to slate and local edacational agencies for
programs of education and rehabilitation serving
those arms at all age levels he increased and sig.
nificantly expanded.

4. The continuing national shortage of health. edit.
cation and social service specialists makes the dad.
opment of large numbers 'if supportive workers as
-expanders'. of specialists' efforts a crucial need,

We therefore urge that !while and prime
agencies aggressively promote and develop career
planning and opportunity in supportive health,
educational and social services as an aid in supply.
ing trained manpower for Inw income arca pro-
grams, including those for the mentally retarded.
Agencies' promotion of these opportunities should
support adequate remuneration, ormhe-job train.
log activities and chanccs for athancement and

promotion as part of supportise service occupa-
tion planning.

Pt rtential supportive manpower resources :Mound
in the low income areas themselves. These resources
should be tapped to the fullest posiible extent.

As part of this effort, we urge agencies and
private industry ro devise and conduct svork train-
ing programs through wahkh low income area
residents cart conveniently acquire the skills to
work in supportise service positions, U.S. Depart-
ment of Labor. Department of Health, Education,
and Welfare mot Office of E.tonomit Opportunity
grants should he available to assist lit the develop-
ment of these programs.

Built Mtn the training programs should be serv-
ices that will help make it possible for interested
persons to he trained. Temporary (had care, for ex.
ample, should be furnished.

We also urge the formation of a community
living service modeled on the U.S. Agricultural
Extension Service.

'lite Mb cif this service would be to recruit, train.
assign and supervise highly skilled men and Women
in instrucrion and (humour-at ion activities
maker. community hygiene anti penonal heahlt skills
in lin, income acigliKoriroods. A significant propor.



Min of the service members Amid he from low in
come areas.

We suggest that the service be established aS
federal goverment program so that uniform na
tional standards and a pride in nationnide member.
ship can be attained.

Irr addithm, existing supplementary ma n prwer
programs tha bring special groups into work with
the handicapped should he expanded. Among these
are the Student Work Experience aud Training
(SWEAT), the Foster Grandparent, and the V. JI un
teers in Service to America (VISTA) programs.
These lowdmdget projects have produced spectacular
results both for those served and for their partici.
pmts.

S. T. help free young minds from the shackles of
poverty and futility, sve urge the nation's voluntary
mid service organizations for children, youth. sm.
dents and young adults to come to the aid of
young peopk in low income areas, both urban
and rural.
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Youth membership organizations such is the Boy
Scouts and Girl Scouts, Campfire Girls, lii. l'uture
Homemakers. Future Teachers. Future Comers and
religions youth groups might seek massive increase
01 members in low income neighborhoods. Leachns
from thine neighborhoods could be trained in hurry-
up courses and modihotions in membership qualifi-
cations and fees :nude as necessary to increase par-
ticipution.

Volunteer service orgunizations for yowlt such as
the newly formed and promising youth urns of the
National Association for Retarded Children, Red
Cross Yncith and the various hospital youth auxil-
iaries could make major expansion of their activities
into low income urns. These groups could make art
especially crit ically needed tont r ibu t ion by furnishing
the trained volunteer aides needed in neighborhood
health and social welfare agencies, public health
clinics, schools. day care ulster:. and Head Start pro
gums.

Such organizations should aggressively seek to
involve Civic and senke orguniza rums au iimponsrirs

ik;"'
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in these activities, (specially to assure dot such pro-
gram needs as volunteers transportation, needed uni.
forms and meals are furnished.

We also suggest that the voluntary service organ-
itatinns for youth redouble their efforts to recruit Imv
income area young people into community volunteer
work, and that thew organizations further work with
the schools to develop a system through which junior
and senior high school students could receive educa-
tional credir for volunteer service in them:moony.

6. A key factor in the futility of life in poverty is
the accumulation of mischance and unwanted event.

One (if the points al which the treadmill of futil-
ity ran be stopped is in helping low income men and
mimeo plan the size of their families,

We recommend that family planning services
and voluntary birth control assistance be made
available through poverty arca and other com-
munity agencies to help lower the alarmingly high
rates of unwanted children and infant mortality
in lnw income areas. We support your 1968 Health
Message proposals on this subject.

We also recommend that the nation's schools
promptly develop and offer a trip quality program
of instructinn, beginning in rhe early elementary
grades, in human biology and education for par-
enthood.

Over-all goal nf this instruction would be to raise
the quality of child and family life as well as arm

young people with mature views of t heir future roles
as osponsible individuals, parents and heads of fam.
dies.

7. Among the most difficult problems facing U.S.
communities today are the elimination of slums, the
design and construction of attractive low cost hous.
ing, and the planning and delivery of community
health. education and social services.

We recommend that respnnses to the needs of
the mentally retarded be incorporated in model
cities and other programs that seek to imprtwe
present communities and design the conununities
of the future.

We also recommend that labor. industry and
sommerce be involved on a larger scale in the
development and redevelopment of our commun-
ities to assure adequate standards of living and
community human sersices for all citizens.

8. Ninety-five percent of the existing community
facilitio for the mentally retarded constructed under
Public Law 88-16-1, Part C, ate located in middle in.
come neighborhoods.

We recommend that Congress amend P.L. 88-
164, l'art C, to give the Secretary of Health, Edu-
cation, and Welfare authority to see that the facil-
ities are located for kat service to all of a given
community's mentally retarded.

Ifequiretnents for matching funds should be
made more flexihle so they can be related to a
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cnnutumity's average income or even eliminated
in very deprived areas.

9. Hem Its are now begimang to come in Conn early
childhood research and education programs kin!,
conducted throughout the country hy univennht
foundations and reseaoh laboratories. \X'ithmit so
vepti.m, their findings Jfe kit childhood pugums
can have long-term cam ni preventing mental feLlf.
dation linked to en vim:internal lacks.

We therefore recommend int ensificat ion of re-
seatch in the social and other behavioral science
with the aim of isolating and defining the solar
unidentified social, enchonmental and cultural

factors film GIUSU or contribute to mental retarda.
tion.

in. MA all of the answers needed about the bonds
hem um dcrisatisni and setattlation van be found
through studies of huinan beings, however.

'here is in existence a national network of few
ters deceloped fin the purpose of man,related ce
search %%ha cannot he. orried out in studies dnectly
iovolving human beings. N.Ve recommend that this
tletwork, the regional primate research centers,
undertake major infinities into the relationship to
mental dm elopment of nutrition, infant stimula-
tion, successhilure patterns and similar topics.
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Mr. President:

DURING thc coming year we shall continue our studies of thc three criti-
cal program need areas on which we have made recommendations in this
report: residential care for the retarded, manpower development and use in
mental retardation programs, and the mentally retarded victims of poverty
and deprivation.

We expect to have further recommendations in these areas as our studies
of programs, needs and trends progmsr.

We plan also to launch a major inqu:ry into the area of education for
the mentally retarded.

In addition, you will be receiving special reports and papers on progress
and needs in research on mental retardation and on a national information
center. The latter is planned to bring together research and program infor.
mation in thc mental retardation field and to make that information con.
veniently and mariformly available to researchers and program planners
nationwide.

Also directed to your attention will be a comprehensive monograph on
the history, development, status and needs in residential care of the retarded.
This monograph is the chief supporting document for the recommendations
on residential care made in this report.

%slUnideewiis11 report to you from time to time on progress in several continu.

One of these studies is attempting to define the economic impact and cost
of mental retardation. The aim of this study is to develop a body of no .
nomic information through which cost factors in mental retardation may he
established for the guidance of agency planners, valid cost comparisons
madc, and viable program projections made.

Another study is developing guidelines for the use of model cities plan-
ners in incorporating designs for mentally retarded persons living and work-
ing in communities of the future.

All of these areas were identified in our 1967 report as having critical
needs. Our work during the past year has carried forward from general de.
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scription of those major need areas into the deep and detailed studies whose
outcomes are reported in these pages or will reach you in later papers.

This 1968 repott. as did its predecessor, suggests actions to combat mental
retardation that can and should be taken at all levels of the nation by both
public and private agencies. P.etardation is a probkm that can strike any
family in the nation. Every individual, every agency can help to do some.
thing effective about the problem. Our fundamental belief is that the nation's
ultimate success in the attack on mental retardation will be won by a broad
cooperative effort in whkh professional specialists and citizen volunteers
work together tin combat retardation and its causes through programs in
health, education, rehabilitation. community planning and organization.
social service and research.

Thc field of mental retardation, with your steady support. President
Johnson, has crossed the threshold of major change and advance. Some ways
to foster growth and learning in even the mint severely retarded have hem
found. The human cell's secrets of programming for the unborn ore being
pried nut. Tlw most critical period for learning has been found to be years
before the time when formal education of children begins. Developing sue.
cessful instruction for the retarded has enabled us to discover steps inn the
learning process that were unsuspected befnre. And analysis of work and
work patterns in order to train retarded workers has shown that these work.
crs can do inure than previously thought and that the dements nf even
complex jobs can often be rearranged for effective performance by retarded
workers.

It is cmcial. therefore, that the momennun nf interest and actinn devel.
oiled in the prubkm of mental retardation in this decade be held and inten.
sified

We are grateful. Mr. President, fnr your maimed personal inspiration
and guidance to us and to the many others whn arc working on behalf of
the retarded. The support of ynur 011ice is a key force in helping the nation
bring on thc new day when mnst mental retardation can be prevented and
the remaining retarded individuals can be helped to he contributors to the
onnmon good,
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Sources

1.2,3.4Adapted from Mental Health Statistics, 1968, a
report by the National Institute of Mental Health. -

3 Adapted from Patients in Mental Institutions, Part 1,
Public Institutions for the Mentally Retarded, 1965, a
report by the National Institute of Mental Health; and
from Charges for Residential Care of the Mentally Re-
tarded, 1963, a report by the National Association for Re-
tarded Children.

o Adapted from data from (1) Interstate Clearinghouse on
Mental Health, Council of State Governments: Arizona,
California, Florida, Georgia, ll'inois, Indiana, Kansas, Mis-
souri, New Mexico, New York, Ohio, Oregon, Pennsyl-
vania and Texas; and (2) Social Policy for the 1970's, from
Indicators, May 1966, a publication of the U.S. Dept. of
Health, Education, and Welfare.

7 Adapted from Manta( Health Statistics, 1968, a report
by the National Institute of Mental Health; and from Indi-
cators, 1966, a publication of the U.S. Dept. of Health,
Education, and Welfare. .

8 Adapted from survey by American Association on Mental
Deficiency, April, 1968; and based on rated bed capacity.
as repotted by the institutions.

l'Adapted from Report on Allied Health Professions and
Services, 1967, a report hy the National Adviiory Health . `:,

-

loAdapted from Report of National Advisory Commission
on Health Manpower, 1967.,

,

-

"Services Required" figures computed from Standards
for State Residential Care, as established (19641 by Amer- __

icon Association on Mental Deficiency; and f'Services ' ..
Available" figures computed from staff census of Patients .'
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In /waned from The SoUth's Handicapped Children,'a rp- ..
portof the Southern Regional Education Board, 1967.... :

17AdaPted froM The People Left Behind, 1967. ,The .

port by the President's National Advisory Cominission on , -

I Adapted from Educallon Advisory Committee Interim .
Report, 1960, Appalachian Regional Commission. ;
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TOWARD PROGRESS: The Story of a Decade

A third report by the President's Committee on Mental Retardation
about developments in the national campaign to overcome mental retardation

- - J.-
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What has to be done, has to be done by
government and people together or it
will not be done at all. . .. To match the
magnitude of our tasks, we need the
energies of our peopleenlisted not only
in grand enterprises, but more impor-
tantly in those small, splendid efforts
that make headlines in the neighborhood
newspaper. .. . With these, we can build
a great cathedral of the spiriteach of
us raising it one stone at a time, as he
reaches out to his neighbor, helping,
caring, doing.

President Richard M. Nixon



311

Dear Mr. President:

1 have the honor to transmit the 1969 report of the President's
Committee on Mental Retardation.

This report assesses the nation's present mental retardation
programs and recommende directions that federal, state, and local
agencies, both public and private, should take in building and
improving those programs during the 1970's decade.

Charting of much of the need in this long-neglected area remains
incomplete, however. The Committee therefore has in progress an
extensive group of activities aimed for the formulation of action
recommenddtions.

Among those on which reports will be ready for your consideration
during the coming months,are a survey of,reSearch into malnutrition-
mental retardation links, a study of mental retardation incidence in
poverty areas, and an exploration of needs in vocational education
and employment for the'retaided.

Committee work conferences this summer and fall will discuss education
needs of inner city children, manpower resources for mental retardation
programs, and residential services for the retarded.

Also in progress are a study of the costs and economic impact of
mental retardation and studies of special, often overlooked groups
of the retarded -- the retarded living in rural areas, those with
multiple handicaps, the teenaged and adult retarded.

The Committee is deeply grateful for your interest in its work and
asks your continuing guidance and encouragement.

Respectf lly yours,

The President
.,The White Rouse
'Washington, D. C.

.

Trio Proadent's Corrwidttee tin Mental ItetiOnlon, Washington, D.C. 20201 h
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Time to sum up a decade that has included first
discovery by the nation as a whole of the
existence and needs of the mentally retarded.

Time, also, to consider carefully and begin
building the urgently needed programs for the
retarded that must come into being during the
1970's.

Time to renew our national resolve to bring the
mentally retarded into a full participation in
daily life and work es their individual capabilities
permit.

Time to press on In the quest for ways of
preventing mental retardation.

During the turbulent 1960's now ending, the
United States as a whole took its first large steps
in confronting and coping with the long.
neglected nationwide problem of mental
retardation. People from all walks of life and
every view of national need and action have
joined In this effort. Four Presidents have taken
a personal interest in the problem and lent the
power and prestige of their office to involve

government at all levels as well as citizens and
their voluntary associations in creative action to
overcome retardation.

As a direct result of this national interest and
effort, states and communities have been
moving throughout the decade toward improved
services and opportunities for the retarded,
while federal participation in the effort has
risen many.fold.

Among the decade's accomplishments have
been:

The begh,,ings of a national network of
mental retardation diagnosis and evaluation
centers; launching of a network of mental
retardation research, teaching and professional
training centers; development of facilities and
staff improvement programs.

Development by every state of a plan for
mental retardation services. Many have taken
action steps such as mandatory testing of
infants for phenylketonuria, mandatory publiu
school programs for all children of school.
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attendance age, vaccination of children and
adults against measles.

Increased acceptance of the retarded as
trainees in vocational rehabilitation programs
and a rapid growth, as a result, of employment
opportunities for trained retarded workers.

Improved relationships between the
biomedical and education fields in human
development programs; development of a
national network of education resource and
instructional materials centers for education of
the handicapped.

Major advances in public awareness of the
retarded and their needs, spurred by an
Advertising Council.conducted national public
service advertising campaign that continued for
31/2 years.

Dramatic growth in numbers of volunteers
serving the retarded; founding of the first
national organization of youth serving the
retarded.

,P
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Significant growth in community mental
retardation programs and in the concepts of
family, and community.based activities for the
retarded.

Development and acceptance of medical
procedures through which some mental
retardation having biomedical causes can be
predicted, diagnosed and prevented.

Focusing of attention on the extraordinarily
high incidence of retardation in poverty areas.

Dramatic and historic though these
accomplishments are, however, they are
beginnings only. They have enabled us to chart,
the size of the national problem of mental
retardation and to favorably dispose many
Americans toward action to overcome the
problem. But tremendous needs and problems
remain. Among them

The staggering problems of human
underdevelopment and underperformance in
the nation's poverty areas continue all but
untouched.

Most mental retardation is discovered three,
four and five years too late. Retarded mental
development establishes itself in earliest
childhood and can be most effectively countered
then. But most mild retardation (which accounts
for three.fourths of the mental retardation in
the nation) is identified only during the school
years, If then.

Some 5 million of the nation's estimated 6
million mentally retarded are never reached by
any kind of service developed specifically to
meet the needs of the retarded.

Many of the 200,000 institutionalized
mentally retarded persons continue warehoused
in dehumanizing residential programs that make
no serious attempt to rehabilitate residents.

In many communities, services for the
retarded are inadequate or almost nonexistent
because agencies will not act, are unable to
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cooperate. or are preventsd from acting by
policies, procedures and lack of funds that
restrict their development of services.

The American people have yet to hilly accept
mental retardation asa mainstream challenge
that can and must be met thruugh the
application of every public and private resource
that citizen concern and action can bring to
bear.

These are tough problems that are deeply rooted
in traditional attitudes and patterns of thinking,
in unexamined traditional ways of doing things,
in the piecemeal ways that we Americans take
our enthusiasms and our let's.do.something.
about.it resolves. They are problems that will
not be overcome easily or soon. The nation's
initial great thrust against mental retardation
during this decade, despite important
accomplishments, has scarcely touched them.

We need to rededicate ourselves to the struggle
with these problems if we are to make real
headway in building effective services for the
retarded and preventing retardation. This
rededication must take place at every level of
American lite in our local governing bodies
as well as in our voluntary community
associations. among state legislators and
officials as well as in state federations of civic
and service clubs, in our national leadership
both public and private, among citizens of all
ages, and especially among the nation's young
people, soon to constitute half of the U.S.
population.

As a result of assessing the nation's situation
and outlook in mental retardation, thls
committee has identified a group of areas In
which concerted public.private measures at all
levels can bring significant progress in
overcoming mental retardation. These areas are:

Increasing the availability of mental
retardation services, particularly in the urban

and rural low income, disadvantaged
neighborhoods in which some three.fourths of
oe nation's mental retardation is Inond.

:Rage 9)

Development of more and better manpower
recruitment and training programs for work with
the retarded. (Page 12)

Better, more imaginative use of existing
resources at all levels, as well as broader
realization and use ol the resource tint the
retarded themselves represent. (Page 16)

Development of more public.private
partnerships in mental retardation programs,
services and research. (Page 21)

Continued encouragement for basic research
in mental retardation and for rapid translation
of research results into service program uses.
(Page 25)

Taking into account the special education,
training, guidance and other needs of the
mentally retarded in social and institutional
planning for the future. (Page 26)

These are the areas which this report will cover.

The Committee has already made
recommendations in some of these areas and
reaffirms those recommendations now (see
MR 67 and MR 68, the Committee's first and
second reports to the President, and Page 31
of this report). Detailed reports with
recommendations in other areas are in
development, some scheduled for completion
and release in the last half of 1969 and early
1970.

The content of this report is a general evaluation
of where the national mental retardation effort
stands at the end of the 1960's decade. Some
aspects of that situation that stand in
particularly urgent need of attention are
discussed in detail, with specific actions
recommended.

38-191 0 - 10 - 21
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Mental Retardation Services

Must Reach All People Who Need Them.

Particularly, Ways Must Be Found

To Bring These Services To People Needing

Them In The Nation's Low Income,

Disadvantaged Neighborhoods.

No recent finding about mental retardation has
had greater impact than the discovery that
retardation rates soar in urban and rural low
income areas. No estimate of mental retardation
incidence in such neighborhoods is less than
twice the national average. One inner city count
of retarded persons found one.third of the total
population in a several.block area functioning
at retarded achievement levels!

The facts operating to create such
disproportionately high levels of retardation in
poverty areas are not all known with certainty.
Little doubt remains, however, that prominent
ainong them are mother and child malnutrition,
chronic diseaseproducing surroundings, and
the harsh conditions in which countless children
of poverty are reared. In such conditions,
children are often deprived of the stimuli of
touch, talk, shared activity and encouragement
that help produce growth and learning.

The response to this disastrous situation has so
far been slow, uneven and groping. There are
some Head Start programs for retarded
children, and a few local associations for
retarded children have now joined in cooperative
inner city programs for the handicapped while
others are working closely with Model Cities
planners.

Representatives from low income or minority
neighborhoods are beginning to be welcomed on
retarded children association boards and public
agency advisory panels at community and state
levels.

Daycare for small children is outgrowing its
babysitting origins and moving toward
educational, recreational and social growth
activities that help foster physical and mental
development.

Comprehensive health care services that begin
as early as possible in pregnancy and follow
mother and child through the critical early
childhood years are now available (although not
necessarily extensively used) in a few inner city
areas.

Some school systems are reexamining both
regular and special instruction, seeking ways to
teach that are relevant in the lives of those being
taught and help each child succeed in learning
to the fullest of his individual abilities.

A major action response to the need is the
National Association for Retarded Children.
National Urban League.Family Service
Association of America joint demonstration
project ("Project FINE") of developing effective
ways of serving the inner city retarded; this
project is just getting under way in five cities.

There should be scores of such cooperative
efforts joining national voluntary, civic and
service organizations in action programs to help
overcome child and adult.crippling handicaps
In city and rural poverty areas. We call on every
citizen to find out what his community service
organizations are doing to help in this urgent
need, to join in any effort being made, to take
leadership If no effort is under way.

Most experts now agree that comprehensive
health, educational and physical development
programs begun in earliest childhood offer the
best hope of preventing the great bulk of the
physical, mental and emotional handicaps that
impose such enormous cost in wasted or
hobbled lives today.

We also call on state and local government
leaders and planners, community developers,
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INCREASED NEED FOR MAN-
POWER IN FOUR NATIONAL
AREAS HAVING IMPLICATIONS
IN MENTAL RETARDATION PRO
GRAMS

Millions of Workers

15

10

5

Heeith & Urban Social Housing
Educetion Development Welfare

Prolection to 1975 assumes national spats tor con-
tinued improvement In American life, then depicts
manpower needed to gunners those ilosIs Yew
1962 is for comparimn.

Source: Adepten:I- from Manpower Report of The
President. 1968: Page 300.

architects, industrialists, builders and all others
who create the community environment to build
cities and towns that help foster healthy human
development.

The most dramatic new public initiative holding
out promise in the attack on handicapping
conditions is the federal government's Office of
Child Development, created in April by President
Richard Nixon as part of his call for a national
commitment to provide all American children an
opportunity for healthful and stimulating
development during the first fiveyears of fife.
The Office of Child Development promises to
stimulate comprehensive programs for child
development, combining programs that deal
with the physical, social and intellectual. In
carrying out its purposes, an expansion of the
Parent and Child Center program has been
announced.

This Cemmitte5 supports and endorses the
Office of Child Development's purposes and
program.

We call on public agencies and voluntary
organizations at all levels in American life to
give creative assistance to the Office of Child
Development in realizing its purposes and
programs.

As President Nixon said in announcing the
Office, "Our commament to the first five years
of life win not show its full results during my
administration, nor in Metal my successor.
But if we plant the seeds and if we respond to
the knowledge we have, then a stronger and
greater America win surely one day come of it."

In addition, we urge once again that the public
agencies and private organizations seeking to
build enduringly effective programs to overcome
human handicaps in poverty areas commit
themselves to:

1. Maintain their priority attention to the
programs for at least a generation in order to
attain the goal of significantly reducing
incidence of handicaps in children.

4")., (7: 01



319

2. Involve representatives from neighborhoods
or communities served in their work and
planning.

Such involvement is more than desirable; it is
essential. In the final analysis, the community
accomplishes only what its citizens decide must
be accomplished.

Nor is it enough for the national offices of focally
serving organizations, both public and private,
merely to give their local units a policy
permission and a blessing to move to meet local
needs. Many local units, with every good will and
intention, do not know howto go about
organizing for effective action in neighborhoods
with which they have no previous contact, do not
know how to cultivate and apply resources of all
kinds, do not know howto assess needs and
build constructive, innovative responses to
those needs.

National organizations must4lp thfir loyi
units do these things through %se .
application of practical cons4111NO iement
of special staff and investmedi of rogripn

- seed money.
D

f
..--

...
.

". There are neglected special groups of the '
mentally retarded whose needs and potenilals .'

Mentally retarded teenagers often slip Into limbo
on completion of school programs designed for
them. Few communities have either social
interest or vocational preparation programs to
capture and hold these young people.

We recommend that city and county
governments, in cooperation with voluntary
groups interested in the retarded, move to
remedy such neglect.

In every community and in every public
institution for the retarded, there are retarded
adults capable of living and working
independently. In addition, retarded persons
being trained for independent community living
need a base from which to launch into the
community.

These purposes and possibilities can be
admirably served together through group homes
private residences in which a small number of
adult retarded persons live with an individual
or couple employed as "house parents." Such
residences are already in successful operation
in several states.

We urge their development in every state as
combined residences and sources of counseli
and guidance in daily living problems for the

t

call for new study and action. " , adult retarded living in the communi
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CHANGING PATTERNS OF OCCU-
PATIONS WILL ALLOW MORE
MENTALLY RETARDED TO BE EM-
PLOYED IN SERVICE JOBS

13
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4

3

2

1

1965 1975 1965 1975
Seek. Jobs in Laundries, Farm Employment
Restaurants, Building Opponunities Are
Maintenance, etc., Win Declining
Increase

Source: Adapted from Manpower Report of the
President, U,S, Department of Labor, March 1969.

Improved Manpower

Recruitment And Training Programs

For Work With The Mentally Retarded

Must Be Developed.

The gap between needed and available services
In mental tetardation programs grows wider
daily. A major cause of this situation is lack of
hands to provide the services. Why this lack?
Programs are often so inadequately funded that
they cannot attract and keep either professional
or support staff. And even available workers are
poorly depfoyed In many cases.

Shortages cl` professional skills, serious though
they are, are not as great as those of supportive
workersattendants, aides and other specialists'
assistants. Here the shortages can have
disastrous effects. Supportive workers are
more often and regularly in contact with the
retarded ..han any other workers in residential
programs and make a crucial contribution in
community programs.

The kind of day.today life a retarded person
lives often depends directly on the number and
quality of supportive workers. The great shortage
of supportive workers in mental retardation
programs, this Committee believes, is the key
problem In the retardation program ma npower
field. It must be solved.

The public and private agencies that employ
supportive workers in their programs for the
retarded should undertake a general upgrading
of those personnel and their positiols by
whatever practicable means they can devise.

We recognize that such an upgrading cannot
be carried out overnight. Nor can it be carried
out in a vacuum in which the managers of
programs for the retarded are left to work out
new procedures as best they can.

In mental retardation programs operated by the
states, the state itselfIts legislators and
officialsmust move to change laws and
regulations that have fastened archaic personnel
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practices on public programs for the
handicapped and needy.

Citizens themselves should demand and be
prepared to support upgradings in status and
salaries for supportive workers in private agency
programs for the handicapped.

Cit izen groups, colleges and universities and
professional organizations can make invaluable
contributions to the success of this effort. The
many civic and service organizations that have
long prided themselves on support of
scholarships for students training as
professional specialists might now also consider
establishing scholarships for the training of
assistants to such specialists.

Colleges and universities should establish
practical, work.related courses leading to
professional certification for assistants in social
and institutional service programs. Community
colleges and 2.year colleges, especially, have an
important contribution to make in this area
through programs of training that are geared
directly to community needs and on.job
experience.

And professional organizations, in the interest
of their own members' greater professional
effectiveness, should analyze the application of
work and skills in social service settings with a
view to redefining the roles and functions of
specialists and their trained assistants. Aim of
this analysis: to obtain maximum spread of
available people and skills to meet needs.

These measures will bring a new deployment of
staff resources in which all participants will be
personally and professionally effective,
competent and recognized. Such a revamped
system, we believe, will reduce the proportion
of public and private monies needed for mental
retardation program personnel resources.

The major responsibility for making this reform
belongs to the states and to the private,
voluntary organizations that serve the retarded
in the community. But the federal government,
too, should take a leading part.

SPECIAL GROUPS OF. RETARDED,.
'NEED SERVICE

far-- ---
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Cooperatively, through the Departments of
Labor and Health, Education, and Welfare, the
federal government should furnish a counseling
service through which field teams of expert
community and institution service organizers
help states and private organizations plan and
carry out supportive staff upgrading and over-all
Improvements in sluff deployment in programs
for the retarded and other handicapped persons.

Better deployment of supportive staff in
programs for the retarded will help reduce
present shortages of professional specialists.
But preparation of such specialists to meet
tomorrow's mental retardation services needs
must continue.

The existing federal grant, scholarship and work
training programs for specialists in work with
the handicapped should be continued and
expanded, with greater tuition assistance being
made available for college undergraduates.

In addition, we now need to make long.term,
federally-supported utilization of experience
from the immensely successful, lowcost
programs through which disadvantaged youth,
college students and senior citizens have been
working as aides In programs for the retarded.

Among these have been the Student Work
Experience and Training (SWEkT), Volunteers in
Service to America (VISTA) and Foster
Grandparent programs.

Finally, the widespread and fast.growing interest
of youth and college students in volunteer
service with the retarded should be put to
meaningful work by every agency and group
concerned with the retarded. Their interest is
already being expressed in scores of voluntary
organization activities with the handicapped.
It is exempl if ied In the growth of the NARC-Youth
membership to 97,000 in 2 years. From the
ranks of these teenagers and young adults will
come many of the coming decade's program
leaders, staff, volunteers and community
supporters.
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Fuller, More Imaginative

Use Of Resources Including

The Resource Which The Retarded

Themselves Represent

Is Needed At All Levels.

The belief that large infusions of federal
money alone can produce better programs and
facilities Is as mistaken in the Mental
reta rdation field as in any other. If there is to
be long.term healthy growth and effectiveness
in mental retardation programs and facilities,
state and local governmentswith citizen,
corporate, foundation and private agency
participationmust furnish the malority of
their support.

No less mistaken, however, is the belief among \
some federal gove rn men tOla 'tiers that a federal
fund cut off or reduction in or local
uovernment assumptiRn C ihe
a ffected program. Licit
f,ounds the progr
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MENTALLY RETARDED ADULTS

JOB TITLE NUMBER

Animal CaretAer 6
Bindery Weldor. . 6
Building Maintenance Wkr. 114

Buoy Maintenance Helper 2
Card Punch Operator 51

C11/Penter.... 1

CarPenter Helper 6

Cartographic Aide 3

Charmen .... 2
Clerk 629
clerk, File ... 158

ClerkiMoney Counter/ 3

INumberingL,.,,zagtrretN,t.s. . 2

ClerkIleceptIon .. 1
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EMPLOYED BY THE FEDERAL GOVERNMENT

JOB TITLE NUMBER

Laundry Worker .. 273
Library Assistant 7
Mail Clerk 170
Mail Clk. (Motor Veh. ODr.) ... 1
Mail and Fite Clark ... 27
Mail Handler ... 186
Medical Technician 8
Messenger .. 296
Mess Attendant .. 445
Nursery Worker ... .. 3
Office Draftsman 2
Office Machine Operator. . 164
Paint Worker 2
Photocopy Operator
Photographic Processing Aide 7
Physical Science Aida ...
Porter .. 18
Press Cleaner 9
Presser (Fletworl) 15
Printing Plant Worker ... 22
Publications Supply Clerk 17
Radio Repairer Helper ... 1

Sales Store Worker .. 16
Small Arms Repairer Helper ... 6
Stock Clerk 77
Substitute Mail Handler 734
Supply Clerk 23
Telephone Operator 1
Vehicle Maintenance Wkr 10
Ward Attendant ... 13
Warehouseman ... 26
Washman .. 15
Washman Helper 17

TOTAL: 5784

The U.S. Civil Sada Commission ha written apnea.
manta with 42 federal departments and ovules to emPloy
the mentally reterded In accordant@ with Were per-
sonmt practices tn mid.1989. the psvernment employed
5.784 mentally melded persona In 86 job titles.

source: Adapted from Reports by the US. Chit Serv-
ice Commission and the President's Committee on Em-
ployment of the Handicapped, 1969.

The essence of stimulating healthy development
and change (where needed) In programs for the
retarded throughout the nation lies In persuading
local a nd state authorities such as county
commissioners and state legislators that they
must give serious attention to how effectively, in
terms of results in people's lives, are spent the
huge sumsnow three-quarters of a billion
dollars a yearthat they appropriate for mental
retardation programs.

Unless mental retardation program leaders and
interested citizens throughout the nation accept
this challenge and bring retardation needs into
priority focus In citizen thinking and
governmental action in their own states and
communities, the national effort to combat
mental retardation and improve life and
prospects for the retarded will be essentially
rootless.

MR 69:
Perhaps the most overlooked resource of all in
the mental retardation field is the retarded
themselves.

Some three.quarters of this nation's retarded
people could become self-supporting if given
the right kind of training early enough. Another
10 to 15 percent could become partially
self.supporting,

Are we capturing this potential and putting it to
work? Some of lt, yes. Most of it, no. Hundreds
of thousands of retarded persons who could be
trained and educated to useful work and life in
American society are being wasted. Why?

One reason Is that the nation's public school
systems have not, In the main, accepted
responsibility to educate all children.

A few states now require education programs for
all children of school attendance age. Most,
however. effectively exclude many handicapped
children by offering few or no programs for them,
while tens of thousands of retarded children.
too mildly affected to be assigned to traditional
classes for the educable or trainable retarded,

0") --t,f)
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stumble as best they can through regular
classes. These drop out of school as soon as
they can. often to fall Into the ma rginal-
subsistence spawning grounds of chronic
welfare, health and social problems.

Another reason (closely related to the preceding
one) that many retarded people arrive at
adulthood unprepared for job or daily living Is
that many educators look at what a retarded
child isn't, not at what he is.

The resulting curricula, developed with the
retarded child's deficiencies rather than his
abilities in mind, merely simplify and water
down the course of instruction given normal
children. Such programs require achievement in
the academic areas where the retarded child is
weaker and give little or no encouragement to
the pragmatic skill areas in which he can
accomplish something.

Moreovercompounding the error toan
Incalculable degreethe school program tor a
retarded young person often takes no account of
his age, offering the same content and approach
when he is 16 as when he was 6.

Most retarded young people need training that

develops skills and attitudes for daily work and
living.

For most, this should be a program that looks to
the pupil's eventual independent living In the
community. For some, it should point toward
sheltered work and living arrangements.

It should in any case be a realistic curriculum
that readies individuals to meet the actual
demands of daily living and to work in jobs that
actually exist in the community.

Business, industry and labor could play a much
more significant role in this effort than they
presently do.

Among the needed measures requiring business
and labor expertise are :

Cooperative school.business programs to
develop and assure training and work experience
opportunities for mentally retarded students in
special and vocational education classes.

More direct, cooperative relationships
between industry and vocational rehabilitation
programs, so that there is a minimum of time
loss between completion of training and job
placement of handicapped workers, (Many

4r1.1
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trained retarded workers a re lost to the work
force during this period.)

Specia I attention, in job t raining programs for
the core city disadvantaged, to the mentally
retarded job candidate. The National Alliance of
Businessmen should be asked to develop
programs and approaches that could make a
significant contribution in this connection.

Application of business and labor techniques
and expertise to job redesign. job training and
retraining, and the operation of special work
facilities for the severely handicapped.

In particular reference to the last, occupational
centers for the handicapped are often in
desperate need of contract, materials and other
support coordination. Industry, local government
and private agencies should work together on
these problems to develop coordinated
procedures that assure maximum cost.
effectiveness of center operations.

Promotion of trained retarded workers'
employability and job success should be
intensified to reach the broadest possible
spectrum of business and industry.

More industry.wide training and employment
projectsof the kind that the National
Association for Retarded Children, President's
Committee on Employment of the Handicapped
and the Department al Labor have been so ably
promotingshould be stimulated and carried
out. Industry should develop in-plant centers for
handicapped workers and i ntegrate the work of
these centers into their regular production lines.

Finally, an on-going counseling service should be
available to the retarded who are on their own in
the community, (See also Page IL)

Today's complex challenges of living and
working pose puzzling enough dilemmas to
people with normal intelligence and adaptive
abilities. The retarded need special, expert
guidance in coping with problems. The
commuity should furnish that guidance.
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GROWTH OF SERVICES FOR THE
RETARDED IN SOUTHWESTERN
WISCONSIN

a

Special Education Clams .

Associations for Retarded Children
Work.Study Program
Youth ARC
Day Care Canter
Fixed Point of Rehire' .
Children Seen by Horne Training Spechilist
Children Examined by Traveling Diagnostic Team
Sheltered Woihop
Southwest Mover Camp
Wisconsin Badger Camp
Children Given Psychological Testing for Admission

to Special Education Clams (one figure represents
10 children)

Temporary Care Home
Mutt Activity Program
Community Placement Work

Source: Adapted from State of Wisconsin Study on
Sem111ural Community Growth In Swims for the
Mentally Retardid, 1968, 1969.
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More PublicPrivate

Partnerships In Mental Retardation

Program Planning, Services

And Research Should Be Developed.

One such partnership, a PCMR.proposed
national mental retardation information and
resource system, is now moving toward initial
build.up. When this system is in operation,
probably as a federal gover n me ntdata systems
corporation partnership operating under the
direction of an independent board representing
both public and private agency interests in the
mental retardation field, it will bring together
and store research and program information tor
quick retrieval nationwide.

Other such partnerships include the Project
FINE mentioned earlier, which is partially
funded by a Departmentoi Health, Education,
and Welfare grant, and the National Association
for Retarded Children.Department of Labor
On.the.Job Training Project.

Growth of public.private partnershipsmany of
them informal cooperative arra ngementshas
been particula rly noticeable at the grassroots
community level, where the crunch of small
budgets and large need for services is most
urgently felt.

But these fragmentary efforts are only a
beginning to the partnership effort needed to
help join public agency, voluntary organization
and business4abor resources in a concerted
application to meeting mental retardation needs.
Many of the measures recommended earlier

in this report and In previous reports could and
should be developed through such joint action.

Among them:

Comprehensive health and child development
centers in poverty neighborhoods.

Vocational and job education, training and
employment programs for the retarded and
other handicapped as well as job analysis and
redesign to better tit retarded workers skills
and capabilities to work norms and needs,
in both service and manufacturing industries.

Establishment and operation of
developmental training facilities for the
retarded living in rural areas.

Government4oundatIon partnerships formed
to develop and carryout innovative,
demonstration and special.need programs in the
mental retardation field. Such partnerships
might also absorb some of the cut when federal
funding of local.based mental retardation
programs is reduced before the community and
its agencies are able to assume full program
support.

Development and cooperation of high quality
residential care facilities that will permit parents
or guardians of retarded individuals a free
choice among varying program options. Such a
choice is available today only to the affluent.
In addition, states should enter public.private
partnerships for the development and operation
of community group homes for the retarded.

Continuing operation of a national mental
retardation public information and education
campaign. An initial partnership in this area
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was conducted through the Advertising Council
by the President's Committee on Mental
Retardation, the Department of Health,
Education, and Welfare, The Joseph P. Kennedy,
Jr., foundation, and the National Association
for Retarded Children.

Press, radio and television media made space
and time contributions worth some $40 million
during the 31/2-year period of this campaign to
build awareness and understanding of the
retarded.

*lel&
4 .

But the work is just begun. The public Is now
beginning to be aware of the reta rded and their

needs, and many have committed themselves to
help in service and prevention LIctivities. Such
commitment, however, has been made by too
few as yet. A genuine broad acceptance of
retardation as a major problem of our society
and of the retarded as fellow human beings
having individuality, dignity and a personal
stake in daily life and work is, regrettably,
still far off.

_AL
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6million mentally rebrded
have enough problems

withoutyou addingto them.

Now, youh probablysaying
to yourself, "Whyblame me?
I didn't do anything."

That's the problem.

Work with the mentally retarded.
ThP nay is ,gmat.

orkwitiren tally e
retarde

sand this IT th
t n s e

---``" Youga
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110:0

You're 65.
How about settling down

and raising some
children?
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Bas lc Research In Mental Retardation

And Rapid Translation Of Research

Results Into Service Program Uses

Need Conaaued Encouragement

Man's curiosity has led him to explore the
remotest crannies of his pla net, go to the sea
bottom at its deepest, conquer the highest
mountain peaks, fly out from his earth and
contemplate voyages to the stars.

But there is no greater wonder to be met in
these voyages than the creature who makes
them: Man himself. .

And of him we know very little. Almost any of us
knows more about astrophysics than about how
the human creature grows and learns.

Mental retardation is a result of imperfect
development in the human growing and learning
processes. Research into its causes, effects,
prevention and treatment can reveal much to
us about normal development as well. Thus,
mental retardat ion research has implications far
beyond the condition itself.

Human development research in recent years
has made findings of Incredible portent. We can
now see the tiny "tape'' of matter, called DNA,
by which human life in all its individual variants
is passed from generation to generation. We
can already make out some of the codings on
that "tape" and see how variations on the tape
are forerunners of differencessome of them
"normal" variations such as eye color, some
of them developmental anomallesin indivldul
human beings.

As we become more expert at reading the
codings, we discover that we know enough In
some cases to predict possibilities and degrees
of developmental problem risk. Thus, for
example, from our present knowledge of some
human chromosorne.child development
abnormality relationships, we can discover some

of the couples who may produce a retarded
child.

At the same p me, major strides have been made
in educational, behavioral and social science
research. Fully as important as the biomedical
research reported above, studies in behavior
and the social sciences have found that human
behavior can be modified In constructive ways,
that the time of most rapid human growth and
development is in earliest childhood, and that
the "programming" from which the individual
operates throughout his life In making his
choices and decisions is largely set before his
formal school learning process begins.

The basic research that has produced these
historic findings continues critically needed, as
does the researc h and experimentation that
makes the outcomes of such findings
conveniently, economically available to every
American needing them. We urge that Irman
development research be included in the lirst
rank of the nation's action priorities and that
broad.based public and private support from the
health, education, social service, behavior and
related fields be given to such research.

In this connection, we applaud President Nixon's
action, In early May, directing the Secretary of
Health, Education, and Welfare to initiate
detailed researc h into the relationship between
malnutrition and mental retardation,

Equally important for the mentally retardld as
well as all other Americans is the need for rnore
and better information about how we learn.
Research in this vital area Is being carried on in
often unrelated small fragment s throughout the
nation's 20,000 school districts and 5.000
institutions of higher education. Much of this
research is so narrow.targeted, so esoteric in
interest and so locked into a single professional
discipline as to have little general use or value.

To stimulate and coordinate research Into the
basichuman learning processes, therefore, we
urge action now on the establishment of a
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national learning institute or foundation. This
foundation would particularly promote
investigations of human learning processes and
potential that join a number of disciplines. The
foundation should be a public.private
partnership organized and funded in much the
same way as the National Science Foundation.

An aspect of research of critical importance in
today's fast.changing and explosively growing
communities is the study of service delivery
needs and development of workable grassroots
systems in response to those needs. Research
breakthroughs in human development and
learning will be useless unless the findings can
be translated into services that reach and aid
people in their homes, achools and work.

We recommend, therefore, that public agencies
and private organizations having programs
related to human development and learning
problems such as mental retardation earmark a
steady portion of their budgets to the
cooperative evaluation and application of new
information affecting their programs.

ONE::MILLION 7 MEASLES CASES,
IN. NEXT :4-:YEARso.:.couLti, cost

:.u.t ECONONIY;$45,000,000.;',:,

Lifetime cam for mentally
retarded resulting from
theme 4 years
529,600,000

'-,

Physician can

e.$8.948'°°°

sick at home
for Mildnre

HosoRstbstiOn
, ,Sdsoetdays

i;.:34.080* .:
$1.800.000

i , ..' sand ise". isms: Maeda' Itieldshor 'eSt 228,000 :

i,....',. Gis netIondlee. projected. Prellminmy compllis.;
;liege Of 1989 date find the rate eorakseereedy or

.., -,..,. Keening *Witty.
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and Moon Olvislod'ot the Dow Chemical Comport
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The Special Needs Of The

Mentally Retarded Should

Be Taken Into Account In

Social And Residential Care Planning

For The Coming Decades

Until major mental retardation preventive
measures have been established a nd are
producing results, we must expect and accept
the fact of a la rge number of mentally retarded
individuals in the U.S. population. The best
estimates place that number presently at
around 6 mi Ilion individuals. The total, of
course, will grow with the population.

We must plan for the lives and careers of these
retarded in tomorrow's communities, schools,
working places, teisure.time programs and
residential facilities.

And we must make as great as possible
integration of the retarded into normal
community living and working patterns the
objective of that planning,

In the community of the future there should be
no such thing as a separate population of
mentally retarded people for whom there are
special group programs,

The total integration of the retarded into normal
community living, working and service patterns
is a long-range objective. But now is the time
to begin working toward it by creating the
channels through which both the regular and
special services needed by the retarded can be
given In a unified group of public and private
programs wor king to help all handicapped
people realize their full potential.

One part of meeting the challenge of bringing
the retarded humanely and effectively into the
community of human concern and endeavor
must be the final eradication of the system that
crowds large numbers of retarded people
together in warehouse-like living conditions. No
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matter how many individuals may be involved
whether 5, 50 or 5,000residential and other
programs for the retarded that are group
custodial in nature destroy the potential for
growth and development among those confined
in them. Such programs are a standing
reproach to our national professions of
concern for the individual.

Every state that has large, mass custody
programs for the retarded should move
vigorously to develop quality programs that are
aimed at habilitation of retarded individuals for
fullest possible participation in community living
and work.

MI 6 9
Lastly, but far from least significantly, every
state should review and reform its laws that
affect the status and rights of the mentally
retarded.

Almost all such laws were written half a century
or more ago and reflect views of the retarded
that are obsolete. Most, in their assumption of
incapacity on the part of the retarded are, at the
least, patronizing. At their worst, they denytbe-
retarded Individuals any opportunity to express
his views and take part in the dicisionsaff
his life and career.

.

We also recommend thattlik ion's v
associttions working for,the
their /Nods to involve le
groups In the study a
commitment, Milton
atfecfth1ietard&l

/
National groups should

.

cooperatein the development of a "Bill ,
Rights" Of, 'he retarded. (See Page 30.)

can. These basic rights and responsibilities
should be expressed in state laws affecting the
retarded. On ly a few states, however, have taken
steps In this direction.

The retard d are due the same inalienab
rights to life, protection of the laws, dign
person and opport unity as all other Ame
They, too, !lave responsibilities to th ems
and their fal w citizens to be as sign ifica

oducingin bers of the community as
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JR 69:
MR. PRESIDENT:

T he nation has made significant accomplishments In mental retardation

programs, prevention and research during the past two decades.

Credit for this achievement belongs to countless people in all walks of
life. It belongs equally to professional specialists and the parents of
retarded children, to agency planners and administrators as well as to
community volunteers, to students and researchers, to teachers, to you
and your three Immediate predecessors in the Presidency of the United
States,

The effort has prospered, and will continue to prosper, in direct ratio
to the interest, involvement and commitment of the American people.

The fact of some success, however, should not blind us to the vast Job
yet to be done, While some of the retarded now receive the help they
need to live contributing, fulfilling lives and many receive some help,
most still live much as before, They are untouched by the hope which
new programs, methods, knowledge and understanding can bring to
them.

In short, we have only begun to do what needs to be done to overcome
the baleful undertow of mental retardation in American life. Now we
must move toward decisive advance of that work during the coming
decade. This will require a mobilization of concern, expertise and prac-
tical action at all levels in American society, public and private. Your
interest and support In this endeavor will give new impetus toward
ultimate success.

Within the next few months, Mr. President, we will have for your and the
nation's consideration specific reports, with recommendations for local,
state and national action, on the following aspects of mental retardation
needs and activities:

Habilitation and employment of the retarded (a joint report with your
Committee on Employment of the Handicapped)
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The relationships between poverty and mental retardation.

Education programs for the retarded, Including suggested curricula.

Research completed and under way into the relationship between
malnutrition and mental retardation.

Lead poisoning as a cause of mental retardation.

We shall be holding work conferences bringing together program
experts, community planners, parents, educators and scientific author.
Wes to explore and make recommendations on:

Problems of education in the inner city, with special reference to the
needs for special education programs for handicapped learners.

The introduction and implementation of change in residential
services for the mentally retarded.

Recruitment, training and deployment of manpower resources to
meet mental retardation service needs.

A Iso in preparation are reports, with recommendations, on:

The economic costs and impact of mental retardation in the national
eco noMy.

Nationwide needs, problems and change patterns in special educe.
tion for the retarded as well asother handicapped.

Special needs and problems of the adult mentally retarded.

Special needs and problems of the retarded who live in rural areas.

We ask your aid, Mr. President, in endorsing the release of this report
to the public and in urging action at all levels for a continuing, effective
national attack on the problem of mental retardation.
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Declaration of General and Special Rights

of the entally etarded

WHEREAS the universal declaration of human rights, adopted by the United
Nations, proclaims that all of the human family, without distinction of any
kind, have equal and inalienable rights of human dignity and freedom.;

WHEREAS the declaration of the rights of the child, adopted by the United
Nations, proclaims the rights of the physically, mentally or socially liandicapped
child to special treatment, education and care required by his particular
condition.

The International League of Societies for thc
Mentally Handicapped expresses thc general
and sscial rights of thc mentally retarded as
follows:
ARTICLE I. The mentally retarded person
has the same basic rights as other citizens of
the same country and samc agc.
ARTICLE II. Thc mentally retarded person
has a right to proper medical care and physical
restoration and to such education, training,
habilitation and guidance as will enable him
to develop his ability and potential to thc
fullest possible extent, no matter how severe
his degree of disability. No mentally handi-
capped person should be deprived of such
services by reason of the costs involved.
ARTICLE III. The mentally retarded person
has a right to economic security and to a de..
cent standard of living. He has a right to
productive work or to other meaningful
ocupat ion.
ARTICLE IV. The mentally retarded person
has a right to live with his own family or
with foster parents; to participate in all as-
pects of community life, and to be provided
with appropriate leisure time activities. If

carc in an institution becomes necessary it
should bc in surroundings and under circum-
stances as close to normal living as possible.
ARTICLE V. The mentally retarded person
has a right to a qualified guardian when this
is required to protect his personal well-being
and interest. No person rendering direct
services to the mentally retarded should also
serve as his guardian.
ARTICLE VI. The mentally retarded person
has a right to protection from exploitation,
abuse and degrading treatment. If accused, hc
has a right to a fair trial with full recognition
being given to his degree of responsibility.
ARTICLE VII. Somc mentally retarded per-
sons may be unable, due to the severity of
their handicap, to exercize for themselves all
of their rights in a meaningful way. For
'others, modification of some or all of these
rights is appropriate. The procedure used for
modification or denial of rights must contain
proper legal safeguards against every form of
abuse, must be based on an evaluation of the
social capability of the mentally r-tarded
person by qualified experts and must bc sub-
ject to periodic reviews and to the right of
appeal to higher authorities.

October 24, 1968.
THE INTERNATIONAL LEAGUE OP SOOIETIES.POR THE MENTALLY HANDICAPPED

, .

"11.
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A Brief Summary Of

Recommendadons Made By The Committae In Late 1968

On mental retardation
In poverty areas

Every U.S. child has the right to
health and education service! from
birth.

Supportive manpower for low income
area health, educational and social senv.
Ices should be aggressively promoted
and developed.

Rum [serving agencies should pool
resources to develop regional health,
special education and social service
programs.

el A community living service, modeled
on the U.S. Agricultural Extension Serv.
Ice, should be formed.

The nation's youth organizations
should expand service and Involvement
activities for and with low income area
young people.

Community development agencies
should include the needs of the retarded
as a factor in their planning.

Voluntary family planning and birth
control services should be available
through community agencies.

Facilities should be located for best
service to all of a community's mentally
retarded people.

On manpower for
mental retardation programs

Increased efforts should be made to
bring both professional specialists and
supportive workers into mental retarda-
tion programs.

Specialists' functions should ba eve!.
uated with a view to transfer of as martY

functions as possible to trained sup-
portive workers.

Federal grants should be made to
states to assist In volunteer service
program development,

Mental retardation programs should
develop employee education and train.
Ing programs.

The federal govemment should de.
melee a mental retardation program staff
exchange activity.

On residential services
for the retarded

Improved standards and a system
of accreditation for residential programs
for the retarded should be devoloped.

The federal government'n Hospital
Improvement and Hospital InService
Training Programs should be expanded.

A program for relocating and rebuild.
Ing obsolete residential facilities should
be established.

A system to give parents and guar,
diens a free choice In selecting residen-
tial services should be established.

A system of loans or grants should be
established to help private organizations
develop alternative forms of residential
service fo: the retarded.

Welfare agencies should earmark a
Portion of their resources for services to
the retarded and their families.

Mental health agencies should take
leadership in developing services for
the retarded who are emotionally ells.
turbed.
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Principal Publications of The President's

Committee on Mental Retardation

MR 67: The Committee's first report. Outlines 10 areas in which citizen and
agency action can produce progress in combating ments1 retardation.

MR 68: THE EDGE OF CHANGE. The Committee's second report. Covers grass .
roots developments in mental retardation programs. Surveys needs and makes
recommendations on residential services, manpower development and .poverty.
mental retardation links.

MR 69; TOWARD PROGRESSTHE STORY OF A DECADE. Surveys major mental
retardation research and service developments of the 1960's, makes recom
mendations for programs and approaches to be developed during the 1970's.

HELLO WORLD! Popularly written general information booklet. Illustrates various
kinds of mental retardation with case stories. Includes action tips for parents.
community organizations, students, seekers of career and volunteer service
opportunities.

TO YOUR FUTURE . . . WITH LOVE. For youth and college students seeking
meaningful volunteer and career opportunities.

THE MENTALLY RETARDED IN MODEL CITIES. Report of a workshop, with
suggestions for planners.

CHANGING PATTERNS IN RESIDENTIAL SERVICES FOR THE MENTALLY
RETARDED. A monograph on history, development, problems and possible future
patterns of residential services for the retarded.

PCMR MESSAGE. The Committee's newsletter. 6 to 8 issues a year. Among features
in recent Issues have been articles on: mental retardation.related papers from the
XII International Congress of Pediatrics; the future of residential service facili-
ties; scientific research and mental retardation; a reporter's look at mental retarda.
tion's public Image; the community volunteer's stake In mental retardation action:
the retarded victims of deprivation.

INFORMATION OFFICE NEWS CLIPPING SERVICE, Topical clippings from the
mental retardation field nationwide. 48 to 50 issues a yea r.
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FOREWORD

Federal support for categorical construction programs is a
relatively new principle. In fact, prior to 1963, no Federal legislation
existed to support construction of facilities designed specifically for
the mentally retarded.

Since the enactment in 1963 of the Mental Retardation Facilities and
Mental Health Centers Construction Act (P.L. 88-164), three different but
interrelated construction programs for the retarded have been initiated:
Research Centers, University-Affiliated Facilities and Community Facilities.
As of March 31,1969, a total of 12 Research Centers, 18 University-Affiliated
Facilities, and 242 Community Facilities had been approved and funded.

These construction programs were designed to provide assistance in
three areas of concern: continuing research into the causes and means of
prevention of mental retardation; inter-disciplinary training of professional
personnel for research and service careers in both present and newly
emerging programs; and establishment of a network of facilities where the
retarded can obtain services in their own communities.

This publication reviews the current status of these three construction
programs for the mentally retarded.

Special acknowledgement is given to Dr. Michael Begab, National
Institute of Child Health and Human Development and Mr. Vivian Hylton and
Mr. Ronald Almack, Division of Mental Retardation, Rehabilitation Services
Administration, for their contributions to this publication.

(Mrs.) Patricia Reilly Hitt
Assistant Secretary for
Community and Field Services
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INTRODUCTION

The Report of the President's Panel on Mental Retardation in 1962 resultedin a breakthrough of real significance for mental retardation programs.This Report was a culmination of the efforts of a group of distinguished
Americans who studied the problem of mental retardation and reported on theirfindings. The Report outlined a number of areas for action, and provided ablueprint for planning and

implementive programs of comprehensive servicesto the retarded. The Report in large
measure was responsible for the

subsequent enactment of a number of Federallaws affecting
the retarded,including authority for new construction programs.

Subsequent to issuance of the Report, a special message on mentalretardation and mental health was sent to Congress in 1963. The messageoutlined areas of concern and suggested possible approaches. Three areasgiven special attention were research and prevention, manpower andcommunity based services. In the same year Congress enacted
the firstFederal categorical construction

programs for the mentally retarded:
"The Mental Retardation Facilities and Mental Health Centers constructionAct of 1963" (P.L. 88-164).

Briefly, P.L. 88-164 authorized
appropriation of $329 million over afive-year period to provide:

grants for construction of mental retardationfacilities; grants for training
professional personnel in the educationof the handicapped and grants for conducting research relating to theeducation of the handicapped.

Title I, Part A, of P.L. 88-164,
authorized project grants for theconstruction of public or nonprofit centers for research that woulddevelop new knowledge for preventing and combatting mental retardation.

Title I, Part B, authorized
project grants to assist in the

construction of public or nonprofit
clinical facilities for the mentallyretarded, associated with a college or university, which:

(1) provide,as nearly as practicable, a full range of inpatient and
outpatient services;(2) aid in demonstrating provision of specialized services for diagnosis,treatment, training, or care; and (3) aid in the clinical training ofphysicians and other specialized

personnel needed for research, diagnosis,treatment, training or care.

Title I, Part C, authorized Federal grants to States to assist inthe construction of specially designed public and nonprofit communityfacilities to provide diagnosis,
treatment, education, training, custodial(personal) care, and sheltered

workshops for the retarded.

The Mental Retardation Amendments of 1967 (P.L. 90-170) provided
for a new grant program to pay a portion of the costs for compensation of
professional and technical personnel in community facilities for the
mentally retarded.

4"..r."4")
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MENTAL RETARDAiION RESEARCH CENTERS

Research and research training in mental retardation and related
aspects of human development present unique demands in terms of facilities
and resources. Recognition of these needs led, in 1963, to legislation
authorizing construction grants for facilities in which biological, medical,
social, and behavioral research relating to human development could be con-
ducted to assist in finding the causes and means of prevention of mental
retardation and, for finding means of ameliorating its effects.

Acceptance of applications for construction grant awards under the
Act authorizing the Mental Retardation Research Centers closed on July 1,
1967. During the authorized four years of the Mental Retardation Research
Center Construction Grant Award Program a total of twelve centers were awarded
to outstanding scientific institutions. During its construction phase this
program was jointly administered by the Division of Research Facilities and
Resources and The National Institute of Child Health and Human Development
(NICHD). Continuing responsibility for the research program in the centers
is carried on by NICHD.

The facilities constructed through the Mental Retardation Research
Center Program will provide research facilities in particular environments
where a cohesive program of research and research training can be accomp-
lished. Most of the centers are large complex facilities in settings where
a broad spectrum of research on mental retardation can best be carried out.
A small number of specialized centers which have a concentrated scientific
focus on a particular aspect of mental retardation are also supported by
the program.

1.
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UNIVERSITY OF WASHINGTON, SEATTLE, WASHINGTON

The Mental Retardation Program at the University of Washington is a
multidisciplinary univer sity-wide endeavor involving the Medical School,
Dental School, School of Nursing, School of Social Work, the College of
Education and the Departnlents of Psychology and Sociology,

Research in the biological sciences will include developmental biology,
perinantal biology and the neurological sciences. Behavioral studies will
include individual behavior under carefully controlled environmental condi-
tions, family and peer group interactions, and applied research on testing
of educational and treatment techniques. The facility will also be utilized
for research on new methods and materials for the retarded.

This Center will feature outpatient and residential facilities for
comprehensive clinical studies of retarded children and will provide re-
search training programs to prepare physicians and professionals in the
health related disciplines for research in mental retardation and related
aspects of human development.

Total cost of project: $8,290,970
Federal Share: 6 , 250,616
Date of Award: October, 1964
Estimated completion date: 1969

University of Washington, Seattle, Mental Retar-
dation and Child Development Center

ALBERT EINSTEIN COLLEGE OF MEDICINE, YESHIVA UNIVERSITY, NEW YORK, NEW YORK

This program will be a joint effort of the Departments of Obstetrics
and Gynecology, Pediatrics and Psychiatry. It will concern itself with
research problems involving the total human organism, the family and the
connunity with special elnphasis on factors leading to mental retardation.

2.
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Studies in developmental biology will be conducted at all levels, including
molecular and enzymatic studies of the organ systems. Research will also
be undertaken in the behavioral and social sciences and ecology.

The College of Medicine has working arrangements with the Edenwald
School, a residential treatment center for retarded children, and with the
New York City Hospital which will enable them to translate new research
findings into patient care.

Total cost of project: $5,124,815
Federal Share: 3,304,000
Date of Award: October, 1964
Estimated completion date: 1969

CHILDREN'S HOSPITAL, CINCINNATI, OHIO

This Research Center will focus on biomedical research. In addition
to its pediatric researches the program will include teratology and genetics,
physiology, biochemistry, and clinical research. It will stress basic re-
search and research training, and the development of diagnostic and treat-
ment techniques.

Areas of study will include malformations resulting from altered en-
vironment during the developmental period and genetic abnormalities, inborn
metabolic errors, and various studies of the effects of drugs and infection
on the fetusand mother.

Total cost of project: $3,011,210
Federal Share: 1,724,000
Date of Award: July, 1965
Complet ion date: July. 1967

A.-41
Children's Hospital, Cincinnati,

Institute for Developmental Research
3.
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WALTER E.. FERNALD _STATE SCHOOL, WALTHAM, MASSACHUSETTS

This Center is located on the grounds of an institution for the retarded
and will place heavy emphasis on the retarded person as the object
of study. Interchange with investigators in other fields will be encouraged,
and research will focus on prevention and amelioration. Among the dis-
ciplines included in this research program are neurology, psychiatry,
pediatrics, epidemiology, experimental psychology, cytogenetics and education.
An unusual feature of this project is the close cooperation between the
Fernald School, Massachusetts General Hospital, and the Harvard Medical School.

Total cost of project: $1,790,000
Federal Share: 827 ,000
Date of Award: May 1965
Estimated completion date: 1969

GEORGE PEABODY COLLEGE FOR TEACHERS, NASHVILLE, TENNESSEE

This College has a long and productive history of research and training
in the field of mental retardation but in a circumscribed area of the
behavioral sciences. The new Center will make possible the expansion of
interdisciplinary research efforts and research training for a wider range
of behavioral scientists and for collaborative research with biomedical
disciplines at Vanderbilt University.

In the newly created Division of Human Development, the program will
primarily be directed at the educational, psychological and sociological
aspects of mental retardation with strong emphasis on cultural deprivation.
The uniqueness of this research program lies in its relatively narrow but
powerful thrust on these vital dimensions of the problem.

Total cost of project:
Federal Share:
Date of Award:
Completion date:

$3,543,547
2,492,900
May, 1965
November, 1967

George Peabody College for Teachers,
Nashville, Tennessee

4,
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UNIVERSITY OF CALIFORNIA, LOS ANGELES, CALIFORNIA

The main focus of the research program in this Center will involve a
combined biological and behavioral approach to the problem of mental retar-
dation. It envisions cooperative studies among the Departments of
Psychiatry, Neurology, Pediatrics, Biochemistry and other Divisions within
the Medical School, as well as the Departments of Sociology and Psychiatry.
Collaborative studies of a basic and clinical nature related to mental re-
tardation will be undertaken.

The University has also received approval for the construction of a
clinical facility for training and demonstration under Part B, Title I of
the P. L. 88-164. These activities will be closely coordinated with those
of the research celitaL

Total cost of project: $2,588,970
Federal Share: 1,710 ,000
Date of Award: January, 1966
Estimated completion date: 1969

CHILDREN'S HOSPITAL MEDICAL CENTER, BOSTON, MASSACHUSETTS

This Center is closely af filiated with the Harvard Medical School and
proposes an interdisciplinary research program directed toward the under-
standing, prevention and amelioration of the handicapped and the mentally
retarded. The research team will include representation from experimental
neurological sciences, behavioral sciences, genetics, metabolism and clinical
research,

Children's Hospital Medical Center,
Boston, Massachusetts

5.
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This action is the largest single commitment in the Institution's
history to research in a given field,

Total cost of project: $4,140,3 37
Federal Share: 2,470,000
Date of Award: January, 1966
Estimated completion date: 1970

UNIVERSITY OF KANSAS, LAWRENCE, KANSAS

The University of Kansas has a unique plan for the location of three
research and research training units. at the Kansas Medical Center, the
main campus of the University at Lawrence, and the Parsons State Hospital
and Training Center, an institution for the retarded.

The long-range multidisciplinary research program is broadly conceived
and focuses on biomedical and behavioral research relevant to mental re-
tardation. Each of the three settings will emphasize a specific area of
research. Studies at the Medical Center will include reproductive physiology,
biochemistry, neurophysiology and fetal and neonatal pathophysiology.
Studies on learning, language, and social behavior will also be conducted.
At the Lawrence campus, research will feature residential and preschool
studies of behavio; and the processes of socialization, communication, and
learning. The program at Parsons will stress research in training of
children with deficits in language, socialization and adaptive behavior, in
academic attainment and vocational skills.

Total cost of project: $2,921,978
Federal Share: 2,150,000
Date of Award: September, 1965
Estimated completion date: 1969

UNIVERSITY OF COLORADO, DENVEg COLORADO

Strong research programs in neurophysiology, neuropharmacology, be-
havioral sciences, developmental pediatrics, cytogenetics, nutrition, de-
velopmental and lipid biochemistry, and neurochemistry form the basic
science research core of the Colorado center.

The liheatridge State Home and Training School, the Colorado mental
retardation training facility, and State and community health resources
will provide additional resources for research through a coordinated program.
Special studies in family and community health will be possible through
these extra resources. Epidemiological and population genetic studies will
be conducted among the special populations resident in Colorado and the Southwest.

Total cost of project: $442,647
Federal Share: 296,100
Date of Award: December, 1966
Completion date: 1968

6.



353

UNIVERSITY OF NORTH CAROLINA, CHAPEL HILL, NORTH CAROLINA.

The University of North Carolina Child Development and Mental Retardation
Research Center plans a broad program of research involving medical,
psychological, educational and social sciences.

Two separate but administratively unified facilities will be con-
structed. The medical research facility will house a comprehensive re-
search program including research in the clinical and basic sciences of
medicine and health related disciplines.

The psycho-educational facility will consist of a unique arrangement
of educational and care facilities with supporting research laboratories.
The central research theme will be long-term, longitudinal studies of
retarded children and children at risk of becoming retarded. Beginning
in infancy or early age and continuing through the elementary school years
of the children will be provided with a carefully engineered program and
environment designed to enhance their intellectual, social and emotional
development. Medical research here will include studies of the impact of
optimal health care and the consequences of infectious diseases on develop-
ment.

Total cost of project:
Federal Share:
Date of /ward:
Estimaten completion date:

UFIVERSITY OF CHICAGO, CHICAGO, ILLINOIS

$3,423,241
2,439,400
Septentber, 1966
1970

An award for moveable research equipment was made to the University of
Chicago to assist in equipping their Joseph P. Kennedy, Jr. Mental Retardation
Research Center located in Wy ler Children's Hospital. The research center
is contiguous with the Chicago Lying-in-Hospital which provides a resource for
studies of prematurity and obstetrical conditions leading to retarded development.

Research in the center will focus on cytogenetics and population genetics,
enzyme development, neurological and hematological investigations, bio-
chemistry, virology, respiratory physiology, and developmental studies.

Moveable research equipment award only.

Amount of Award:
Date of Award:
Completion date:

$59 , 300
September, 1966
March 1967

7.
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UNIVERSITY OF WISCONSIN CENTER, MADISON, WISCONSIN

The University of Wisconsin Center plans a broad, comprehensive research
program involving the biomedical, behavioral, social and educational sciences.
The Biomedical Sciences Unit will provide for research in neurophysiology,
neurometabolism and clutrition, and neuroendocrinology and reproduction.
Programs proposed for the Behavioral and Social Sciences Unit will focus on
genetic and environmental factors in infant development; basic behavioral
developmental processes; learning in educational situations; communication
processes; and, family and social factors. The Central Wisconsin Colony
will be closely integrated into the research and research training activities
to assure coverage of the problems of the institutionalized retardate. A
University-Affiliated Facility and program under common administration willprovide a close relationship of center activities to clinical training.

Total cost of project:
Federal Share: $2,263,000
Date of Award: January 26, 1967
Estimated completion date: 1971

8.
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APPROPRIATIONS AND APPROVED APPLICATIONS FOR
MENTAL RETARDATION RESEARCH CENTERS

December 31, 1968

FISCAL YEAR APPROPRIATION APPLICATIONS
APPROVED

TOTAL . $26,000,000 12

FEDERAL SHARE

$25,986 , 316

Institutions Total Cost Federal Share Estimated and/or
Completion Date

University of Washington,
Seattle, Washington

Albert Einstein College of
Medicine, Yeshiva University
New York, New York

$8,290,970

5,124,815

$6,250,616

3,304,000

1969

1969

Children's Hospital
Cincinnati, Ohio 3,011,210 1,724,000 July 1967

Walter E. Fernald State School,
Waltham, Massachusetts 1,790,000 827,000 1969

George Peabody College for
Teachers, Nashville, Tennessee 3,543,547 2,492,900 Nov. 1967

University of California
Los Angeles, California 2,588,970 1,710,000 1969

Children's Hospital Medical Center,
Boston, Massachusetts 4,140,337 2,470 ,000 1970

University of Kansas,
Lawrence, Kansas 2,921,978 2,150,000 1969

University of Colorado,
Denver, Colorado 442,647 296,100 April 1968

University of North Carolina,
Chapel 11111, North Carolina 3,423,241 2,439,400 1970

University of Chicago,
Chicago, Illinois (Moveable Research 59,300 1967

Equipment Award)
University of Wisconsin,

Madison, Wisconsin 7,000,000* 2 263 000 1971

TOTAL . . . . $39,647,715 $25,986,316

* - Includes Estimated Cost of Both Research Center and
University-Affiliated Facility.

9.
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UNIVERSITY-AFFILIATED FACILITIES CONSTRUCTION PROGRAM
FOR THE MENTALLY RETARDED

The program of Federal assistance for the construction of University-
Affiliated Facilities for the mentally retarded was authorized under
P.L. 88-164, "The Mental Retardation Act of 1963", and extended until 1970
under the Mental Retardation Amendments of 1967 (P.L. 90-170). This program
provides grants for the construction of University-Affiliated Facilities
with programs for the mentally retarded and persons with related neurological
handicapping conditions. Eighteen university-affiliated facilities have
been approved for funding.

The primary purpose of the University-Affiliated Facilities Construction
program is to provide facilities for the clinical training of professional
and technical personnel essential for diagnostic services and the care,
education, training, and rehabilitation of the mentally retarded individual
and his family. Each facility is encouraged to conduct a comprehensive inter-
disciplinary training program integrating and coordinating the full range
of professional and technical personnel concerned with mental retardation so
that each discipline may be fully familiar with its own contributions and
those of related disciplines to the total effort in the field of mental
retardation. A full range of individual and group services and demonstration
of new techniques and concepts in services for the mentally retarded are
considered important elements in University-Affiliated Facility programs, and
research incidental or related to activities conducted within the facility
is authorized.

This construction program is administered by the Division of Mental
Retardation, Rehabilitation Services Administration, Social and Rehabilitation
Service, U. S. Department of Health, Education, and Welfare. The following
descriptions review the types of facilities and programs which have been
supported with these funds and the current status of their construction.

10.
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1, UNIVERSITY OF ALABAMA MEDICAL CENTER AT
BIRMINGHAM AND TUSCALOOSA, ALABAMA

The University of Alabama program is based at two locations, one
in Birmingham and the other at Tuscaloosa.

The Medical School at Birmingham presently maintains a variety of
services for the mentally retarded which serve as a base for training and
will be expanded to increase diagnostic and evaluation capability and
capacity coupled with an intensive program of treatment and professional
training in various disciplines.

The Tuscaloosa facility presently provides specialized graduate
training in a varier/ of disciplines including clinical psychology,
experimental psychology, social work, special education, and communication
disorders. Interdisciplinary clinical, research and educational programs were
developed as a part of the Center program.

The Part low State Hospital, located adjacent to the Tuscaloosa
campus, with an inpatient population of 2,000, will utilize to maximum
advantage the behavioral sciencer faculty at the main University. Inter-
disciplinary training utilizing ju.int appointments in the University and
the facility and the dual relatirnship, with the University and Part low
School, will result in the application of kormledge of recent advances
in research, training and service for the mentally retarded.

Training programs are coordinated through an advisory council
consisting of the Deans of Medicine, Dentistry, Arts and Sciences, Education
and the Graduate School. An interdisciplinary advisory committee consisting
of the Chairman of the subgroups in the various schools and colleges of the
University supervises training. The council, the committee and the
Directors of the Tuscaloosa and Birmingham facilities are under the
administrative direction of the Vice President of the University for
Medical Mfairs.

11.



Total Cost:
Federal Share:
Date of Award:
Completion Date:
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$2,907,326
2,180,494
November 1965

Tuscaloosa: October 1968
Birmingham: January 1969
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University of Alabama Medical Center, Birmingham, Alabama

2. UNIVERSITY OF CALIFORNIA, NEUROPSYCHIATRIC INSTITUFE,
LOS ANGELES, CALIFORNIA

The Mental Retardation University-Affiliated Facility of the
University of California Neuropsychiatric Institute is housed in a new
four-story addition to the existing UCLA Medical School Complex.

The Mental Retardation Unit provides three 20-bed wards, one for
young severely retarded children, one for ambulatory retarded children,
and one for older children with varying degrees of retardation. The
fourth floor houses the school facilities.

All children coming to the UCLA Medical Center, both inpatients and
outpatients, are screened in the general pediatric clinic, and mentally
retarded patients are referred to the Neuropsychiatric Institute for
extensive diagnostic studies and evaluation. The outpatient department
functions as a part of the total program at the present time. The major
effort in mental retardation has been based at the Pacific State Hospital
at Pomona, and the center will provide a facility to bring widely
distributed services and training sites together.

12.
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The inpatient and outpatient evaluation and treatment program is
utilized to support the interdisciplinary training effort that is being
undertaken. Students in fields such as psychiatry, pediatrics, other
branches of medicine, psychology, social work, special education and
nursing are receiving training. All students have an opportunity for
close interaction with extensive research programs carried out in the Center
for Research in Mental Retardation and Related Aspects of Human Development
funded under Title I, Part A, P.L. 88-164.

The State Department of Mental Hygiene will provide basic research
and training support for the center. The Schools of Education and
Social Work of UCLA are associated with the Pacific State Hospital in
coordinated research efforts. The interdisciplinary training program is
broadly based within the center and is allied with the interdisciplinary
research training program supported by the State and the U.S. Public
Health Service.

Total Cost:
Federal Share;
Date of Award:
Comp le t ion Date:

$6,330,000
2,638,335
July 1965
December 1968

University of California, Neuropsychiatric Institute
Los Angeles, California

13.
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3. JOHN F. KENNEDY CHILD DEVELOPMENT CENTER AND D. F. STOLINSKY RESEARCH
LABORATORIES, UNIVERSITY OF COLORADO, DENVER, COLORADO

The Center is adjacent to an existing day care center located on the
main campus of the Medical School. It is a three story building providing
space for pediatricians, nurses, clinical psychologists, social workers,
nurses, nutritionists, dentists, audiologists and speech therapy personnel
in training. A special feature of the Center is a large indoor play area
and school room where children may be observed.

Students from the Schools of Social Work and Psychology of the
Denver University will be assigned to the Center. Students from the
Departments of Physical Medicine and Special Education of Colorado
State University will also be provided with training opportunities in
an interdisciplinary teaching environment

The importance of the Center in the overall State effort is exemplified
by the Center's designation as a Regional Center in Mental Retardation.
Training programs are coordinated through the Director of the Center who
has a Medical School appointment: Interdisciplinary research and clinical
efforts in the Stolinsky Laboratories associated with the Center are being
conducted to discover the causes, prevention and treatment of developmental
deviations and their attendant emotional disorders.

Total Cost:
Federal Share:
Date of Award:
Completion Date:

$602,884
369,000
January 1966
July 1968

ISMSNA,M.

John F. Kennedy Child Development Center and B. F. Stolinsky
Research Laboratories, University of Colorado, Denver, Colorado

14.



361

4. GEORGETOWN UNIVERSITY, WASHINGTON, D. C.

The University-Affiliated Center, which is an integral part of the
Medical School complex, will be directed toward meeting the needs of the
training ef fort related to: (a) more complete diagnostic evaluations
(b) longitudinal management and rehabilitation of the mentally retarded

(c) training of medical students, physicians and nurses. The social
behavioral components in training involve other local universities, e.g.,
psychology students come from Catholic University, special education
students from George Washington University, and social work students
from Howard University under a consortium agreement to assure inter-
disciplinary training in which training content is determined by the
affiliated universities. A small preschool nursery is staffed by the
St. Johns Developmental School, a community facility. The District of
Columbia, Virginia, and Maryland Departments of Vocational Rehabilitation
will provide patient prevocation evaluations and will be closely allied with
the Center.

Emphasis in the intramural phase of the program will be on early diagnosis
and comprehensive programing for the preschool child. Diagnostic
classrooms will be an essential resource for the program, with a special
interest in individuals having both auditory and visual handicaps.
Training in inpatient care will be provided in a 29-bed unit.

The Center will offer training in the fields of social work, special

education, sociology, theology, and law, in addition to the biomedical
professions, in an interdisciplinary approach to the problems of mental

retardation. An extramural program directed at existing community resources
of high quality will allow training programsand services to be integrated into
the comprehensive needs of the mentally retarded in the metropolitan
Washington area.

Total Cost:
Federal Share:
Date of Award:
Estimated Completion Date:

$2 , 000 ,000

1 , 500,000

February 1965
October 1969
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Georgetown University, Washington, D. C.
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5. UNIVERSITY OF MIAMI, MIAMI, FLORIDA

The Mailman Child Development Center will be located on the campus of
the School of Medicine of the University of Miami, within the immediate
vicinity of the Jackson Memorial Hospital and the National Children's Cardiac
Hospital, which are teaching hospitals for the Medical School.

The Center provides an opportunity to make training in mental
retardation a part of the learning experience of all medical, nursing,
psychology, social work, special education, speech and law students.
Students from the University of Miami, Florida State University, Barry
College and the University of Florida will participate in the training
programs. The programs will be devoted to seeking the causes and means of
prevention as well as the methods of ameliorating psycho-social and
medical effects of mental retardation and other handicapping conditions.

Training programs are under the supervision of a Director appointed by
the President of the Main University. The Dcrector serves as chairman of
the interdisciplinary training committee whose members are selected by the
Dean of the appropriate schools or colleges in the University.

Patients are admitted by referral from community and social agencies
as well as private physicians. They will range in age from infancy to the
older adults, and all levels of retardation will be seen and evaluated. The
bulk will come from Dade and Broward Counties; however, there will be no
geographical restrictions on admission.

Total Cost:
Federal Share;
Date of Award:
Estimated Completion Date;

$4,872,575
3,054,432
November 1966
December 1970

University of Miami, Miami, Florida
16.
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6. GEORGIA RETARDATION CENTER, GEORGIA DEPARTMEIC OF PUBLIC HEALTH,
ATLANEA AND ATHENS, GEORGIA

A facility located in Atlanta and a satellite facility to be built in
Athens on the University of Georgia campus will comprise the Center.

Atlanta

The University Affiliated Center for the mentally retarded will be a
part of a large State residential Mental Retardation Center in Atlanta. This
comprehensive residential facility will serve approximately 1,000 resident
retardates, and provide day care services for an additional 500 retardates.
The following colleges and universities will be affiliated in the training
programs of the Atlanta facility in the disciplines as indicated: 1. Atlanta
University - special education and social work; 2. Interdenominational
Theological Center - religious therapy; 3. University of Georgia - speech
and hearing, recreation for the handicapped, special education, child
development, guidance and counseling, vocational rehabilitation, psychology,
and sociology; and 4. Emory University - pediatrics, psychiatry, physical
medicine, physical therapy, occupational therapy, special education, nursing,
psychology, sociology, religious therapy, and speech and hearing. All of
the affiliated training programs will be at the graduate level, and the
facilities will be made available insofar as practicable for undergraduate
instruction.

Training programs are conducted through an an Advisory Board for
Training chaired by the Assistant to the Superintendent for the Georgia
Retardation Center with members representing each university or college
affiliated with the Center.

Athrms

The Athens Facility at the University of Georgia will accommodate 40
short term residents and 40 retardates in the day care program. The Facility
well serve as a laboratory to teach diagnostic and therapeutic treasures for
speech pathologists in language, speech, and hearing problems of the
mentally retarded. The University of Georgia, Department of Psychology
presently conducts a psychological clinic as part of the program for train-
ing of clinical psychologists.

17.
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Total Cost: Atlanta $17,387,852
Athens 2,137,248

Federal Share: Atlanta $1,206,450
Athens 1,887,713

Date of Award: Atlanta June 1969
Athens June 1969

Estimated Completion Date: Atlanta June 1969
Athens December 1969
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Georgia Retardation Center, Dekalb, Georgia

7. INDIANA UNIVERSITY MEDICAL CENTER
INDIANAPOLIS AND BLOOMINGTON, INDIANA

This Center for Mental Retardation consists of two facilities, one
at the Indiana University Medical Center, Indianapolis, and the other at
the Indiana University Campus in Bloomington, Indiana.

Primary training responsibility for, student trainees will be under
the direction of the appropriate departments. The program will be ad-
ministered by two working committees and a steering committee under the
direction of the Vice President for Research and Advanced Study at
Indiana University. These working committees are the Professional
Advisory Committee, Riley Child Development Center, and the Professional
Advisory Committee.

Riley Hospital Child Development Facility, Indianapolis

This Facility will become a part of the Riley Hospital for Children,
which is the only hospital in the State devoted entirely to the care of
children. It has served as a referral Center for all difficult cases of
pediatric diagnosis and treatment, and over 507. of the children are referred
from throughout the Scate to the hospital. At least 407. of the children aeen
in the outpatient cliac are diagnosed as mentally retarded. Family

18.
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interactions that are critical to mentally retarded youngsters have long
been explored.

The physical plan of the Facility takes into account the latest
trends in patient care, particularly ambulatory services. The consul-
tative diagnostic and treatment clinic serves as a comprehensive
consultation service to physicians within the State and also serves as
a major educational activity at the Medical School. Pediatric residents
are assigned to the Facility for three-month periods, aad senior medical
students are assigned to the clinic as part of a six-week pediatric
training program. Students from the School of Nursing and the allied
health professions, i.e., social work, psychology, audiology, occupational
therapy, and speech therapy, attend sessions within the Facility.

As each patient is diagnosed and evaluated, an effort is made to
ddvelop continuity care and the designation made of specialty clinics which
will be beneficial to the retardate after his return to the referring
physician or his home.

Indiana University Developmental Training FaCility, Bloomington

This Facility is located adjacent to the laboratory school.

The Bloomington Facility will house 48 children in eight "home units"
arranged as "row houses': Each unit will be autonomous in that it will
have the normal features found in a home and an attached apartment for
cottage parents who will provide a home atmosphere and individuality for
each unit.

Coodination of training programs between the Riley Hospital Child
Development Facility and the Indiana University Developmental Training
Facility will be established. The Bloomington Facility will profit from
consultation and guidance received from the Indianapolis Facility in the
areas of pediatrics, neurology, psychiatry, nursing, and social work.
Likewise, tit?. Indiana University at Bloomington will provide consultation
to the Riley Facility in the behavioral sciences, speech and hearing,
special education, counseling and recreation.

Total Cost:
Federal Share:
Date of Award:
Completion Dates:

$4,277,635
3,157,231
December 1965
Riley Hospital: January 1970
Bloomington: August 1969
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Indiana University Developmental Training Facility, Bloomington, Indiana

8. UNIVERSITY OF KANSAS AND PARSONS STATE HOSPITAL: LAWRENCE,
KANSAS CITY, AND PARSONS, KANSAS

The University-Affiliated Facility to be constructed in Kansas will
consist of three buildings - one to be located at the University of Kansas
at Lawrence, one at the Kansas University Medical Center at Kansas City,
and one at the Parsons State Hospital. These Facilities will be adjacent
or additive to the three buildings comprising the Kansas Center for
Research in Mental Retardation and Human Development currently under
construction. The multiple locations of the Kansas combined Center
facilities make possible the utilization of varied research and clinical
training resources. The three locations allow for the exploitation of
resources of: (1) the academic community with its faculty and student
population; (2) a modern medical center located in the heart of a
metropolitan area; (3) a progressive residential construction project.
Construction funds for the Kansas Center for Research in Mental Retardation
came from Title i, Part A, P.L. 88-164. The combined Center in Mental
Retardation will be coordinated by and administratively responsible to
the Bureau of Child Research of the University of Kansas. Since 1957, the
Parsons State Hospital, the Kansas University Medical Center, and the
Bureau of Child Research have been engaged in behavioral and biological
research and interdisciplinary traiaing on a cooperative basis. The new
construction will make possible the expansion and long-term projection of
these activities.

The Medical Center serves the State of Kansas and adjoining areas as
a major referral center for individuals with all types of behavioral and
diagnostic problems. The University-Affiliated Facility will provide

20.
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service and training programs on each campus to improve comprehensive
evaluation for patients. In addition both patients and their families will
have access to a comprehensive longitudinal care program centrally directed.

Training programs are conducted in an interdisciplinary environment
in pediatrics, special education, psychiatry, nursing, speech and hearing,
psychology, dietetics and nutrition, and social service.

The Lawrence Facility will draw upon all of the resources of the
University and will include a large number of trainees which will serve as
a primary resource for recruitment and for pre-professional training, fhe

staff of the Lawrence Facility will share responsibilities at the other
two settings in the training of disciplines mentioned above, and an emphasis
on developmental factors will be stressed in the following areas: parent

counselling, behavioral training, the importance of community and environment,
social and educational skills, and learning processes.

parsons State Hospital and Training School

The Facility at the Parsons State Hospital and Training School vill
consist of a medical evaluation treatment section, a behavioral and evaluation
section, and a section for audio-visual production. The plan for training
clinical specialists at both Parsons and Kansas City will enable the
training coordinators to draw upon resources of both the Research Center and
the University-Affiliated Facility.

Au administrative and coordinated structure has been organized in such
a way that the levels of training responsibility are specified. A training
director at each Facility will be responsible to the Center Director,
stationed on the Lawrence Campus. The training staff will stress the
importance of interdisciplinary training and the need for proper utilization
of inter-campus resources.

Total Cost: $3,860,000
Federal Share: 2,729,400
Date of Award: April 1969
Estimated Completion Date: December 1970

.A4A,

University of Kansas University-Affiliated Facility
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9. THE JOHN F. KENNEDY INSTITUTE (CHILDREN'S REHABILITATION INSTITUTE)
BALTIMORE, MARYLAND

The Children's Rehabilitation Institute is affiliated with the
Johns Hopkins University Medical School and faculty recognition and status
has been given to the Institute staff. The Institute is placing major
emphasis on the following 3 program areas of greatest concern: (a) recruit-
ment of high-caliber students and personnel from all disciplines to the
field of mental retardation, (b) providing broader training and concepts for
all Johns Hopkins medical, nursing and professional personnel who come in
contact with the retarded and (c) helping to foeter interdisciplinary under-
standing of the problem of mental retardation in the medical school, un-
iversity, and the community.

, The program within the Facility stresses the importance of the
habilitation of the mentally and physically handicapped child. Special
'emphasis is placed on the treatment of both the child and family by
flexible use of inpatient and outpatient services with the primary aim
of returning the patient to the community as a functioning member of society.
The Institute makes full use of the multidisciplinary clinic approach by
providing a full range of diagnostic, evaluation and therapeutic services.
Such services help develop a better understanding of the problem and make
possible better long-term management of the child by the family.

An experimental school with a flexible curriculum and program fcr
students ranging in age from five through twenty-one years is included in the
institute. The school program includes prevocational training, sheltered
workshop and work study programs. Residential patient care as well as
training for parents is being provided in two residential units where parents
are encouraged to live for a few days in order to obtain instruction as to
the special needs and best methods of handling their particular child.

Total Cost: 0,147,000
Federal Share: 2,360,250
Date of Award: February 1965
Completion Date: November 1967

The John F. Kennedy Institute (Children's Rehabilitation Institute)
Baltimore, Maryland
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10. THE CHILDREN'S HOSPITAL
MEDICAL CENTER, BOSTON,

MASSACHUSETTS

The Children's Hospital Center is the principal
pediatric teachinghospital of Harvard

University and a good source for securing referrals ofpatients who are mentally retarded. The Center serves as a teachingfacility in social service, psychology, physical therapy, audiology, andspecial education for trainees assigned from
Simmons College, NortheasternUniversity, Wheelock College and Boston University.

In 1929 the Children'sHospital Center created the first inpatient unit in the country where retardeddAildren could be studied
and evaluated by a team composed of

pediatricians,neurologists, psychologists, and social workers
with consultation availablein other appropriate

specialties including orthopedic surgery, psychiatry,and neurosurgery. The School of Nursing
already provides teaching in thecare of the mentally

retarded. The Simmons College School of Physiotherapyis based at the Children's
Hospital with special

training being providedfor the retarded child with orthopedic handicaps. Teaching in the fieldof communication disorders is provided.
The University-Affiliated Facilityis located in the

Children's Hospital Medical center complex.

Patients of the
University-Affiliated Facility will be referred byvarious clinics and divisions of the hospital

and by physicians andcommunity agencies. The Children's Hospital
Center serves most of theNew England region and is

a community hospital for a significant portionof the pediatric
population in the Boston area. Where additional consultationin neurology, psychiatry,

neurosurgery, otolaryngology, and orthopedicsurgery is required, these
services will be provided. The University-Affiliated Facility provides
a nursery school for intensive observationor for diagnosis and evaluative

purposes. After multiple studies havebeen concluded, evaluation of the patient and
needs of family will bediscussed and determined and a definitive

program will be established.

The University Affiliated
Facility maintains close liaison withseveral schools specializing

in the training of nursery school teachersand programs of special
training of teachers in the field of mentalretardation. A modest program in

vocational counseling, under the auspicesof the Society for
Crippled Children, has been in effect for the pastseveral years.

The Facility is
principally staffed by the departments ofmedicine, psychiatry,
communication disorders, neurology and the divisionsof psychology and speech and hearing of the Hospital Center. Affiliatedtraining programs with other universities

are supervised through thedirector of the Center with the appropriate heads of departments.

23.



Total Cost:
Federal Share:
Date of Award:
Completion Date:

370

61,276,500
863,250

July 1965
December 5, 1967

Children's Hospital Medical Center, Boston, Massachusetts
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11. EUNICE KENNEDY SHRIVER CENTER, WALTHAM, MASSACHUSETTS

The Walter E. Fernald State School for the Mentally Retarded, which
is affiliated with the Massachusetts General Hospital and through it,
with Harvard University, is the site of both a University-Affiliated
Facility and a Center for Research on Mental Retardation. The Center
for Research received a separate award of funds under Part A of P.L. 88-164.
These two new units make up the Eunice Kennedy Shriver Center. The
Center has two main purposes:

(1) To establish research and professional training programs in
all the disciplines concerned with the care of the retarded; and

(2) To utilize the talents and accomplishments of the research and
professional training staff to develop outstanding service
programs for both the outpatient and the residential units.

Research programs are conducted in biochemistry, dentistry, epidemiology,
genetics, neurology, neuropathology, pediatrics, psychology, psychiatry
and special education. There are professional training programs in these
same disciplines and also neuroradiology, nursing, nutrition, occupational
therapy, opthalmology, physical therapy, social service, speech pathology
and audiology. In addition to the affiliations with Harvard University,
joint training and research programs have been established with Boston
College, Boston University, Brandeis University, Emerson College, the
Massachusetts Institute of Technology, Simmons College and Tufts University.

Service programs are being carried out in close cooperation with
the recently developed Statewide plan. Emphasis has been on the development
of community resources, particularly those which offer alternative patterns of
care to residential placement for the mildly and moderatly retarded, and the
provision of a therapeutic residential environment which will encourage the
emotional, social and intellectual development of the profoundly and severely
retarded.

Total Cost:
Federal Share:
Date of Award:
Completion Dates:

$2,219,300
724,725

April 1965
University-Affiliated Center - April 1967
Research Center - November 1967
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Eunice Kennedy Shriver Center, Waltham, Massachusetts

12. NEW YORK MEDICAL COLLEGE
NEW YORK, NEW YORK

The University-Affiliated Facility is an integral part of the New
York Medical College complex. The Medical College has operated a
retardation Center since 1950 and has an ongoing inter-disciplinary approach
to training, service, and research in the field. The University-Affiliated
Facility will allow an additional 500 persons to be accepted for evaluation
and service annually. A 20-bed inpatient wing will provide intensive
diagnostic, treatment, and training resources, and opportunity for
observation of family-patient inter-action.

New York Medical College will improve the clinical competence of its
training programs, by utilizing the Facility to provide a focal point for
the diagnosis, care, treatment and rehabilitation of the retarded. With
the additional facilities, it is expected that the Facility will accept
500 additional patients annually for evaluation and service. An inpatient
wing of the proposed Facility will provide 28 beds for intensive diagnosis,
treatment, services and training. Children from infancy through adolescence .
will be admitted; however, the Facility will serve patients at all levels
of retardation--profound, severe, moderate, mild and border line.

The Administrative Director of the Facility is appointed by the
Dean of the Medical School. The Director is responsible for the
coordination of training from the affiliated universities: Columbia
University, Fordham University, New York University.

Training programs will be conducted in pediatrics, psychology,
neurology, psychiatry, social work, speech, nutrition, nursing, vocational
rehabilitation, special education, physical and occupational therapy,
dance, music and art therapy. The Training Program in mental retardation
will include all levels of retardation. A variety of individuals, from
profoundly to mildly retarded, with associated handicaps, will be
represented in the clinical population. Provision is made for re-evaluation,
longitudinal studies and management.

26.
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Total Cost: $4,000,000
Federal Share: 3,000,000
Date of Award:
Estimated Completion Date: 9gNS4

1965
Y5o

New York Medical College, New York

13. UNIVERSITY OF NORTH CAROLINA
CHAPEL HILL, NORTH CAROLINA

The Developmental Evaluation Clinic which is a part of the Child
Development Center will be located within the University of North Carolina
School of Medicine complex. Included in this complex,are the following
Training Programs: Nursing, Public Health, Dentistry, Pharmacy, Education,
and Psychology.

The Child Development Center is situated in the middle of the
University of North Carolina Medical complex which operates within the
University administrative structure as a portion of the Division of Health

'Affairs. An Advisory Training Committee to-the Child Development Center is
responsible for the development, evaluation and the design of specialized
Training Programs. The members of the committee represent the various schools
and colleges of the total University structure and report to the appropriate deans.

The primary function of the 'Clinic will be the training of
professional and specialized personnel in the diagnosis, treatment and manage-
ment of retarded children. Other major responsibilities will include working
with practicing physicians and state-supported clinics throughout the state,
and problem patients from these sources will be accepted and returned to the
community after a comprehensive work-up. The Clinic will be responsible to the
program director of the Child Development Center and to the advisory committee
for policies and programs. It will consist of two related units: (1) the
outpatient facility for intensive evaluation, and (2) a day care facility
for retarded children. The outpatient facility will be staffed by a multi-
disciplinary team to evaluate deviations from normal development and the
establishment of treatment programs for the retardates and their families.
Longitudinal follow-up will be a part of the clinic operations. The day care
center will be utilized as part of the treatment program and will likewise
involve a wide variety of necessary disciplines.

27.
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Approximately 150 new retarded patients will be seen and evaluated
annually and a follow-up system will be instituted to cover a minimum period
of 5 years and return visits will eventually increase from 1,000 to 1,200
annually. Twenty children will be enrolled in the day care unit. The day-care
facility will serve as a diagnostic facility for prolonged observation of
children suspected of mental retardation.

Total Cost:
Federal Share: (UAF)
Date of Award:
Estimated Completion Date:

$887,748

500,811
November 17, 1,166

June 1970

University of North Carolina, Chapel Hill, North Carolina

14. TIE OHIO STATE UNIVERSITY, COLUMBUS, OHIO

This University-Affiliated Facility will provide programs in
twenty-six areas concerned with prevention and problem solving in mental

retardation. The Facility will also contain programs to train child LPre
aides, home instructors, developmental and remedial physical educators, and
will conduct a wide range of tutorial seminars and training sessions for
currently active professional and non-degree candidates.

Coordination with the State mental retardation plan for Ohio insures
that the program will meet the realistic needs of the community and theregion.
The training and planning has been interwoven with the community needs and
is based upon interdisciplinary evaluations, management, and long-term
planning. Training programs will be coordinated through a training committee
which represents the appropriate schools and colleges, all of which are on the
same campus.
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The various colleges within the University have been quick to grasp
the opportunities which the Facility training program provides: extension
of the breadth of current training programs and introduction of significant
areas of research for more effective prevention and limitation of the impact
of mental retardation on the child.

Referral of children and their families, or young adults will be
made by health, educational, or social agencies as represented by the family
physician, the public health nurse, the school principal, a special class
teacher, the county welfare agency or a professional person with a voluntary
health agency. The children to be seen will range from the mildly to the
profoundly retarded. The age fange is expected to be 0-21 years, however,
older persons may be considered for assessment.

From the ambulatory or outpatient evaluations area, arrangements can
be made to admit a patient to one of the 22 inpatient beds for further studies.
Other indications for admission will be the occurrence of acute illness,
children who are being cared for but cannot be managed at home, and social
crisis of short duration in the family.

Complementing the inpatient and outpatient services as an integral
part of the Facility operation is a Family Evaluation Unit made up of six
motel-like facilities which will enable the family of the retardate to stay for
the short time necessary for evaluation. There will also be an adolescent unit
made up of 28 beds (14 for boys, 14 for girls), concerned primarily with
preparing previously institucionalized retardates in their teens and late
teen for return to the community.

Total Cost:
Federal Share:
Date of Award:
Estimated Completion Date:

.1

$4,950,000
3,600,000
January 1969
July 1971

ilill-

I0

f fdloji.,,..13

Ohio State University, Columbus, Ohio
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15. UNIVERSITY OF OREGON, PORTLAND AND EUGENE, OREGON

The Center will consist of two Facilities, one in Portland on the
Medical School campus and one in Eugene on the University of Oregon campus.
Both units will become the components of an ongoing professional training
and demonstration program. The proposed inter-campus Center plan is predicated
on the successful experience in a similar program in speech pathology and on
18 months experience with an ongoing pilot project in mental retardation being
carried on at both campuses.

The Crippled Children's Division of the Medical School will implement
the policy of the University-Affiliated Facility and the Oregon School of
Education at Eugene will plan and execute the curriculus and course work for
joint training of special education personnel in mental retardation and
handicapping conditions.

The School of Social Work at Portland State College and the State
Department of Special Education will participate. in the training program to
meet the training needs of the State. A physician with specialized training
in the field of pediatrics will be assigned by the Medical School to the
Eugene facility to be responsible for the medical and biological aspects of the
teaching program on the University campus.

The Center will make it possible to coordinate and expand the present
clinical services provided for the mentally retarded. The Center will have as
its objectives: the further development of ongoing training programs; the
expansion of the Mental Retardation Laboratory Clinic; the development and
enrichment of curriculum development; the provision of an adequate number
of specialized personnel needed within the communities of the State for the
mentally retarded; the introduction of the interdisciplinary team concept for
exemplary patient care; the training of graduate and post-graduate students in
the biomedical and behavioral sciences; development of short-term courses and
institutes for practitioners in medicine, dentistry, and allied health
personnel to enhance the opportunity for individual trainees to benefit in
a multidisciplinary setting.

Total Cost:
Federal Share:
Date of Award:
Estimated Completion Date:

$5,072,000
3,706,500
August 1966
Portland: January 1970
Eugene: December 1970
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41,

University of Oregon, Eugene Oregon

16. UNIVERSITY OF TENNESSEE, MEMPHIS, TENNESSEE

The University-Affiliated Facility, known as the University of
Tennessee Child Development Center, is part of the University of Tennessee
Medical Center, and, like its parent organization, serves the mid-south area.
The Child Development Center provides direct services to the mentally retarded,
functions as an information and referral agency, and also serves as a clinical
training facility for students enrolled in several mid-south universities and
colleges. A large percentage of the patient population is in the lowest
socie-economic group which constitutes the high-risk segment of the mentally
retarded population within the state. The staff of the Center has been
active in the Memphis area in developing special education classes in public
schools for the educable and the trainable, the development of a day care
program for the severely retarded, the development of a preschool program for
the mildly and the moderately retarded, the development of sheltered workshops,
and the development of special classes for children with visual-perceptual
motor hand icaps .

Training is offered in several medical specialities, dentistry,
nursing, speech pathology and audiology, psychology, nutrition, social work,
special education, rehabilitation counselling, occupational therapy, and
physical therapy. Training efforts are directed at both graduate and under-
graduate levels. In addition to inpatient and outpatient service programs
and special education classes, a day care program and a preschool program are
planned.

The Center will provide improved services and education in the
special education classes and teachers from Memphis State University in the
training program will receive a practicum experience by observation of
the retarded child from the diagnostic and evaluative process through the
classroom experience. The inpatient facilities will permit more intensive
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studies of patients and increase the training and research potential. Closed
circuit television and one-way viewing windows in. observation rooms will be
utilized to observe the inter-disciplinary approach in combating retardation.

Total Cost :
Federal Share:
Date of Award:
Estimated Completion Date:

44

$4,266,280
3,19 9,710
March 1966

January 1970

101jiy-zt"e
Wig.' al
sA

University of Tennessee, Memphis, Tennessee

17. UTAH STATE UNIVERSITY, LOGAN, UTAH

This University-Affiliated Facility will be located on the Logan
campus adjacent to the north wing of the Edith Bowen Laboratories School.
The Departments of Special Education, Psychology, Social Work, Audiology-
Speech Pathology, Family Life and Child Development, Elementary Education and
the Department of Health, Recreation and Physical Education will cooperate in
using the facility for the training of professional personnel in the field
of mental retardation.

Students from the Department of Special Education, Utah State
University, and Idaho State University, will receive specialized training in
educational diagnosis of retarded children that will be. extended to master
degree candidates in remedial reading and in mental retardation. Students in
psychiatry at the College of Medicine at the University of Utah will

32.
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participate in short-term
internships established in cooperation with theDirector of Child Psychiatric

Services at the College of Medicine. Studentsin nursing training at Weber State College will participate in short-terminternships for training in medical training required by rctarded persons whoreceive comprehensive diagnosis and evaluation.

The administration of the Facility will be under the direction ofthe Dean of the College
of Education who will be assisted by the Head ofDepartment of Special Education.

An advisory board will be established whosefunctions will consist of the development of long-term
program plans for futureexpansion of theFmility;

clarification of problems
involving interagencycommunication; review of

training proposals; and consulcation in hiring ofpersonnel.

Total Cost:
$911,406

Federal Share:
682,054pate of Award:
February 1968

Estimated Completion Date: January 1971

Utah State University, Logan, Utah

E. UNIVERSITY OF WISCONSIN,
MADISON, WISCONSIN

The University of Wisconsin Center in Mental Retardation and theRelated Aspects of Human Development will provide a unique
opportunity fortraining professional personnel in a

multi-disciplinary approach to in-patient research and
clinical services in the area of mental retardation.The Center is composed of a University-Affiliated

Facility and a ResearchFacility funded under Title I, Part A of P.L. 88-164.

The Director of the Center is responsible to the Vice-President ofthe University. The Center Director has the responsibility
for coordination ofthe many activities

being carried on in the Center. He is responsible forcoordination of : the Biomedical
Services Research Unit; the SchoolRehabilitation Unit; the High Risk Population

Laboratory; and the CentralWisconsin Colony Unit. He is also responsible
for developing and monitoringthe Center training programs.

33.
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The programs to be conducted within the UniversityAffiliated Facility
are structured so they will provide appropriate training in the research aspects
of mental retardation as well as the training of professional personnel in the
various disciplines considered necessary to provide a full range of services
for the diagnosis and treatment, education, training, or care of the mentally
retarded.

The Diagnostic and Treatment Outpatient Unit of the Facility will
provide a full range of disciplines required in the comprehensive diagnosis
of the mentally retarded, and it will serve as a major training resource for
students in all fields represented and will provide a unique opportunity for
interdisciplinary training.

The Central Wisconsin Colony Inpatient Unit of the Facility will be
an integral resource because of its unique relationship with the University in
providing training opportunities for faculty and students of the University
of Wisconsin. (The units located at the Central Wisconsin Colony do not
receive any federal construction support)

The School Rehabilitation Unit of the Facility will have as its major
objectives: the development and demonstration of new and improved techniques
of education and rehabilitation; and the training of teachers and vocational
rehabilitation personnel.

Total Cost:
Federal Share UAF:
Federal Share Research:
Date of Award:
Estimated Completion Date:

$6,992,731
2,616,783
2,263,000
January 1969
December 1971

University of Wisconsin, Madison, Wisconsin
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ADDENDUM:MENTAL RETARDATION CHILD DEVELOPMENT CENTER, UNIVERSITY OF WASHINGTON,
SEATTLE, WASHINGTON

The Mental Retardation Child Development Center is comprised of
both a training and a research program which was funded in its entirety
under Title I, Part A, of P.L. 88-164. (See Page2 )

The training program offers comprehensive mental retardation child
development training to medical students, pediatric residents, and
post-doctoral fellows, speech and hearing trainees and fellows, nutrition
trainees and fellows, psychology graduate students and interns, psychiatry
residents and fellows, nursing undergraduates, pre- and.post-masters students,
and graduate social work students. In addition to the clinical research
conducted in this setting, much effort is devoted to developing and main-
taining extensive community/State relationships in-both service and training.

The Behavioral Science Research Program in Psychology, Psychiacry,
and Communications conducts clinical research program projects in this area
which are closely integrated with other program units of the Center.

The Experimental Education Program provides a twelve classroom
school facility for research and some multidisciplinary training in an
educational setting in technological and behavioral aspects of teaching
handicapped children. An estimated 150 students will be enrolled in this
unit when in full operation.

A Residence Unit is designed to conduct training and research efforts
in family interaction, and child-mother relations in a home environment. With
television, audio and observation capabilities in each apartment unit, it
provides significant expansion of total evaluation capabilities. Of the
thirteen apartment units, one is for a resident manager, two for the
Behavioral Science Research Program, and ten are related to the Clinical
Training Unit.

4
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Child Development and Mental Retardation Center, University of
Washington, Seattle, Washington
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University-Affiliated Facilities
Funded as of April 11, 1969

Institutions Total Cost Federal Share Estimated/Completion Date

University of Alabama
Birmingham and Tuscaloosa $2,907,326 $2,180,494

Birmingham: January 1969
Tuscaloosa: October 1968

University of California
Los Angeles, California 6,330,000 2,638,335 December 1968

University of Colorado
Denver, Colorado 602,884 369,000 July 1968

Georgetown University
Washington, D. C. 2,000,000 1,500,000 October 1969

University of Miami
Miami, Florida 4,872,575 3,054,432 December 1970

Georgia RetardEtion Center t5105552 1,206,450 June 1969
Atlanta and Athens, Gerogia Athens:

2,137,248 1,887,713 June 1969
Indiana University
Indianapolis and
Bloomington, Indiana 4,277,635 -37157,231 Riley Hospital:January 1970

Bloomington: August 1969
University of Kansas
Lawrence, Kansas City and
Parsons, Kansas 3,860,000 2,729,400 December 1970

JFK Institute
Baltimore, Maryland 3,147,000 2,360,250 November 1967

Children's Hospital Center
Boston, Massachusetts 1,276,500 863,250 September 1967

Eunice Kennedy Shaver Center
Waltham, Massachusetts 2,219,300 724,725 April 1967

New York Medical College
New Ycck, New York 4,000,000 3,000,000 January 1970

University of North Carolina Cost of Center for
Chapel Hill, North Carolina Disorders: 667,748 500,811 June 1970

Ohio State University
Columbus, Ohio 4,950,000 3,600,000 July 1971

University of Oregon
Portland and Eugene, Oregon 5,072,000 3,706,500 Portland: January 1970

Eugene: December 1970
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Institutions Total Cost Federal Share Estimated/Completion Date

University of Tennessee
Memphis, Tennessee $4,266,280 3,199,710 January 1970

Utah State University
Logan, ut411 911,406 682,054 January 1971

University of Wisconsin Total cost of Center:

Madison, Wisconsin 6,992,731 2,616,783 December 1971

Total: $73,423,485 $39,977,138

38.
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COMMUNITY FACILITIES FOR THE MENTALLY RETARDED

The Community Facilities Construction Program was authorized under
Title I, Part C of the "Mental Retardation Facilities and Community
Mental Health Centers Construction Act of 1963" (P.L. 88-164) and provides
Federal grants to States to assist in the construction of specially
designed public or other nonprofit facilities for the diagnosis, treatment,
education, training, or personal care of the mentally retarded, including
sheltered workshops which are part of facilities providing comprehensive
services. A list of definitions describing both the facilities and the
services is included on page 57. The program is administered at the
State level by an officially designated State agency. Participation in
the program requires the development of a State plan for the construction
of community facilities for,the mentally retarded based on an inventory of
needed additional services and facilities. Construction projects are
approved in accordance with the provisions of the State plan. Designated
State agencies and allocations for construction of community facilities
for the mentally retarded are shown on pages 58-63.

As of December 31, 1968, 242 projects had been approved for Federal
assistance. The projects are classified by function; additional data are
included in tabular form on pages 41-56.

The approved projects involve 223 facilities, several of which have
received approval for more than one project. Of the 242 projects, 55 have
been completed, 101 are under construction and 86 are in the initial
approval stage. The total estimated cost is approximately $143.5 million
and the estimated Federal share is $48.4 million. Upon completion the
projects will provide services to more than 63,000 retardates of which
24,000 have not previously received services,and 39,000 will be provided
improved and more extensive services.

This construction program is administered by the Division of Mental
Retardation, Rehabilitation Services Administration, Social and Rehabili-
tation Service, U. S. Department of Health, Education,and Welfare.

39.
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COMMUNITY FACILITIES FOR THE MENTALLY RETARDED

Blue Grass School for Retarded Children
Lexington, Kentucky

Las Trampas School, Lafayette, California

Marvin E. Beekman Center, Lansing, Michigan

40.
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DEFINITIOUS

I. Facilities:

A. D&E Clinic (Diagnostic and Evaluation Clinic): A facility providing
diagnostic and evaluation services only.

B. Day Facility: A facility operating for care and treatment of the
mentally retarded on less than 24 hour-a-day basis, providing diagnosis
(and evaluation), treatment, education, training, personal care or
sheltered workshop services.

C. Residential Facility: A facility operating for care and treatment of
the mentally retarded on a 24 hour-a-day basis providing diagnosis
(and evaluation), treatment, education, training, personal care, or
sheltered workshop services.

II. Services:

A. Diagnosis and Evaluation: Coordinated medical, psychological, social
service, educational, speech pathology, audiology, nursing,occupational
therapy, physical therapy, nutrition, vocational and other related
services carried out under the supervision of qualified personnel to
assess the individual's abilities and disabilities, and family and
costrounity resources. Based on this assessment a plan to meet the
needs of the individual and his family is developed and methods of
implementation recommended. Periodic reassessment of the individual
where needed is an essential aspect of this Service.

B. Treatment: Appropriate medical, dental, physical therapy, occupa-
tional therapy, hearing therapy, psychotherapy, social service and
related services carried out under the direction of qualified per-
sonnel to bring about improvement in effective physical,psychological
or social functioning of the mentally retarded individual.

C. Education: Services based on a structured curriculum of instruction
carried out under supervision of teachers qualified in special educa-
tion to meet the needs of the retarded in preschool, primary, inter-
mediate, prevocational, vocational and other appropriate areas.

D. Training:, Services carried out under the supervision of qualified
personnel which provide for training of the retarded individual in
motor skills, activities of daily living, vocational training, per-
sonality development, socialization, recreation and other related
components.

57.
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E. Personal (custodial) Care: Services providing for the dietary,
shelter, clothing, medical care, nursing and other daily personal
needs of the retarded to insure proper personal care during the
time the Individual is utilizing the various other services offered
by the facility.

F. Sheltered Workshop: Services carried out under the supervision of
qualified personnel involving a program of paid work involving work
evaluation, work adjustment training, occupational skill training,
supervised transitional employment, placement and other related com-
ponent services.

STATE AGENCIES RESPONSIBLE FOR CCMMUNITY
MENTAL RETARDATION FACILITIES CONSTRUCTION PROGRAM

TITLE I, PART C, P.L. 88-164

ALAMMA: Ira L. Myers, M.D., State Health Officer, State Board of
Health, Montgomery, Alabama 36104

ALASKA: J. Scott McDonald, Commissioner, Department of Health and
Welfare, Alaska Office Building, Juneau, Alaska 99801

ARIZONA: George Spend love, M.D., Commissioner of Public Health, State
Department of Health, 1624 West Adams Street, Phoenix, Arizona 85007

ARKANSAS% J. T. Herron, M.D. State Health Officer, State Board of Health,
Little Rock, Arkansas 72201

CALIFORNIA: Louis F. Saylor, M.D., Acting Director of Public Health,
State Department of Public Health, Berkeley, California 94704

COLORADO: Roy L. Cleere, M.D., Director, State Department of Public Health,
Denver, Colorado 80220

CONNECTICUT: Franklin M. Foote, M.D., Commissioner, State Department of
Health, 79 Elm Street, Hartford, Connecticut 06115

DELAWARE: Floyd I. Hudson, M.D., Executive Secretary, State Board of
Health, Dover, Delaware 19901

DISTRICT OF
COLUMBIA: Murray Grant, M.D., Director, Department of Public Health,

Washington, D.C. 20001

FLORIDA: James G. Foshee, Ph.D., Director, Division of Mental Retardation,
Board of Comniss loners of State Institutions, 908 South Bronough
Street, Tallahassee, Florida 32306.
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GEORGIA: John H. Venable, M.D., Director, Department of Public Health,
47 Trinity Avenue, S.W., Atlanta, Georgia 30334

GUAM: Joseph H. Gerber, Acting Director of Public Health and Social
Services, Department of Public Health and Social Gervices,
Agana, Guam 96910

HAWAII: Walter B. Quisenberry, M.D., Director of Health, Department of
Health, Honolulu, Hawaii 96801

IDAHO: Terrell 0. Carver, M.D., Administrator of Health, State Department
of Health, Boise, Idaho 83701

ILLINOIS: Director, Department of Mental Health, Chicago, Illinois 60601

INDIANA: Andrew C. Of futt, M.D., State Health Commissioner, State Board
of Health, Indianapolis, Indiana 46207

IOWA: James F. Speers, M.D., Cormnissioner of Public Health, State
Department of Health, Des Moines, Iowa 50319

KANSAS: Robert A. Haines, M.D., Director, Division of Institutional
Management, State Board of Social Welfare, Topeka, Kansas 66612

KENTUCKY: Russell E. Teague, Mdi., Comissioner, State Department of Health,
Frankfort, Kentucky 40601

LOUISIANA: E.L. Agerton, Director, State Department of Hospitals, 655 North
5th Street, Baton Rouge, Louisiana 70804

MAINE: Dean H. Fisher, M.D., Coninissioner, Department of Health and
Welfare, Augusta, Maine 04330

MARYLAND: William S. Spicer, M.D., Chairman, Board of Health and Mental
Hygiene, Baltimore, Maryland 21201

MASSACHUSETTS; Milton Greenblatt, M.D., Commissioner, Department of
Mental Health, 15 Ashburton Place, Boston, Hass. 02108

MICHIGAN R. G. Rice, M.D., Acting Director, Department of Public Health,
Lansing, Michigan 48914

MINNESOTA: Morris Hursh, Comissioner, Department of Public Welfare,
Centennial Building, St. Paul, Minnesota 55101

MISSISSII: Dorothy N. Moore, Ph.D., Program Director, Interagency
Commission on Mental Illness and Mental Retardation,
Jackson, Mississippi 39205
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MISSOURI: George A. Ulett, M.Dr, Director, Division of Mental Diseases,
Department of Public Health and Welfare, Jefferson City,
Missouri 65102

MONTANA: John S. Anderson, M.D., Executive Officer and Secretary, State
Department of Health, Helena, Montana 59601

NEBRASKA: Lynn W. Thompson, M.D., Director, Department of Health, State
Capitol Building, Lincoln, Nebraska 68509

NEVADA: Edward F. Crippen, M.D., State Health Officer, Division of
Health, Department of Health, Welfare and Rehabilitation,
Carson City, Nevada 89701

NEW HAMPSHIRE: Mary M. Atchison, M.D., M.P.H., Director, Division of Public
Health, Department of.Health and Welfare, 61 South Spring
Street, Concord, New Hampshire 03301

NEW JERSEY: Lloyd W. McCorkle, Ph.D., Commissioner, Department of Institu-
tions and Agencies, P.O. Box 1237, Trenton, New Jersey 08625

NEW MEXICO: John G. Jasper, Executive Director, Department of Public
Health and Social Services, Santa Fe, New Mexico 87501

NEW YORK: Alan D. Miller, M.D., Commissioner, Department of Mental Hygiene,
119 WashingtonAvenue, Albany, New York 12225

NORTH CAROLINA: William F. Henderson, Executive Secretary, North Carolina
Medical Care Commissioner, Raleigh, North Carolina 27601

NORTH DAKOTA: James R. Amos, M.D., State Health Officer, Department of
Health, State Capitol, Bismarck, North Dakota 58501

OHIO: Martin A. Janis, Director, Department of Mentel Hygiene and
Correction, State Office Building, 65 South Front.Street,
Columbus, Ohio 43215

OKLAHOMA: Lloyd E. Rader, Director, Department of Public Welfare,
Sequoyah Building, Box 531 61, Oklahoma City; Oklahoma 73105

OREGON: Kenneth D. Gayer, M.D., Administrator, Mental Health Division,
State Board of Control, Salem, Oregon 97310

PENNSYLVANIA: Thomas W. Georges, M.D., Secretary, State Department of
Public Welfare, Health and Welfare Building, Harrisburg,
Pennsylvania 17120

PUERTO RICO: Manuel A. Torres-Aguiar, M.D., Secretary of Health, Depart-
ment of Health, San Juan, Puerto Rico 00924
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RHODE ISLAND: Joseph E. Cannon, M.D., Director of Health, Department of
Health, State Office Building, Providence, Rhode Island
02903

SOUTH CAROLINA: E. Kenneth Aycock, M.D., State Health Officer, State
Board of Health, Columbia, South Carolina 29201

SOUTH DAKOTA: G. J. Van Heuvelen, M.D., State Health Officer, State
Department of Health, Pierre, South Dakota 57501

TENNESSEE: Nat T. Winston, Jr., M.D., Commissioner, Department of
Mental Health, 300 Cordell Bull Building, Nashville,
Tennessee 37219

TEXAS: John Kinross-Wright, M.D., Commidsioner, Department of
Mental Health and Mental Retardation, Austin, Texas 78756

UTAH:

VERMONT:

G. D. Carlyle Thompson, M.D., Director of Health, Division
of Health, Department of Health and Welfare, 44 Medical
Drive, Salt Lake City, Utah 84113

Jonathan P.A. Leopold, M.D., Commissioner, Department of
Mental Health, State Office Building, Montpelier, Vermont
05401

VIRGINIA: Mack I. Shanholtz, M.D., State Health Commissioner, State
Department of Health, Richmond, Virginia 32319

VIRGIN ISLANDS: Roy A. Anduze, M.D., Commissioner, Department of Health,
P.O. Box 1442, St. Thomas, Virgin Islands 00801

WASHINGTON William Conte, M.D., Director, State Department of Institutions,
Olympia, Washington 98501

WEST VIRGINIA: N. H. Dyer, M.D., Director, State Department of Health,
Charleston, West Virginia 25311

WISCONSIN: Wilbur J. Schmidt, Secretary, Department of Health and
Social Services, 1 West Wilson Street, Madison, Wisconsin
53702

WYONING: Robert Alberts, M.D., Director, Department of Public Health,
State Office Building, Cheyenne, Wyoming 82001
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ALLOCATIONS TO STATES

For Construction of Community Facilities for the Mentally Retarded

1968 1./

Actual
1969 31
Estimate

1970

Estimate

Totals $12,000,000 $12,000,000 $8,031,000

Alabama 247,502 $ 247,101 $ 146,091

Alaska 100,000 100,000 100,000

Arizona 100,000 100,000 100,000

Arkansas 139,159 140,465 100,000

California 908,447 916,026 541,573

Colorado 107,804 109,285 100,000

Connecticut 132,759 132,923 100,000

Delaware 100,000 100,000 100,000
District of Columbia 100,000 100,000 100,000
Florida 341,712 343,335 202,987

Georgia 287,876 287,857 170,187

Hawaii 100,000 100,000 100,000

Idaho 100,000 100,000 100,000
Illinois 512,877 513,046 303,324
Indiana 262,416 264,230 156,218

Iowa 148,805 145,193 100,000
Kansas 123,454 123,314 100,000
Kentucky 210,329 207,763 122,834
Louisiana 242,861 243,088 143,718

Maine 100,000 100,000 100,000

Maryland 187,056 189,237 111,881

Massachusetts 264,395 263,504 155,789
Michigan 435,417 440,252 260,286
Minnesota 198,791 197,153 116,561

.Mississippi 188,145 185,147 109,463

Missouri 247,788 248,706 147,040
Montana 100,000 100,000 100,000
Nebraska 100,000 100,000 100,000

Nevada 100,000 100,000 100,000
New Hampshire 100,000 100,000 100,000

New Jersey 328,075 330,780 195,564
New Mexico 100,000 100,000 100,000
New York 844,669 834,557 493,407
North Carolina 330,384 329,988 195,095
North Dakota 100,000 100,000 100,000

62.



408

ALLOCATIONS TO STATES - continues

For Construction of Community Facilities for the Mentally Retarded

1968 1/
Actual

1969 2/

Estim;Ee
1970

Estimate

Ohio $ 547,763 $ 549,394 $ 324,813

Oklahoma 148,871 148,469 100,000

Oregon 105,098 105,657 100,000
Pennsylvania 606,647 602,277 356,079

Rhode Island 100,000 100,000 100,000

South Carolina 188,387 188,434 111,406
South Dakota 100,000 100,000 100,000

Tennessee 255,916 254,368 150,387
Texas 654,236 651,236 385,024
Utah 100,000 100,000 100,000

Vermont 100,000 100,000 100,000
Virginia 266,078 266,517 157,570
Washington 156,350 160,332 100,000

West Virginia 118,703 117,421 100,000
Wisconsin 226,221 224,683 132,838

Wyoming 100,000 100,000 100,000
Guam 6,654 7,971 4,713
Puerto Rico 221,943 222,836 131,745

Virgin Islands 4,069 4,915 2,906
American Samoa 2,343 2,540 1,501

NOTE: 1970 allocations are tentative pending receipt of revised population
and per capita income data.

11 1968 appropriation $18,000,000, less $6,000,000 cost reduction.

2/ 1969 appropriation $6,000,000, plus $6,000,000 from 1968 cost reduction.
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APPENDIX B

NUMBER OF UNIVERSITIES
APPROVED FOR CONSTRUCT/ON OF BOTH A UNIVERSITY-AFFILIATED

FACILITY AND A RESEARCH CENTER

Walter E. Fernald State School, Waltham, Massachusetts
University of California, Los Angeles, California
Children's Hospital, Boston, Massachusetts
University of Kansas, Lawrence, Kansas
University of Colorado, Denver, Colorado
University of North Carolina, Chapel Hill, North Carolina
University of Wisconsin, Madison, Wisconsin

65.



SELECTED LAWS RELATING TO
MENTAL RETARDATION
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38-191 0 -70 - 27



[PUBLIC LAW 88-164, ArraovED Oaroma 31, 1963,
AS AMENDED 1]

AN ACT To provide assistance in combating mental retardation
through grants for construction of research centers and grants
for facilities for the mentally retarded and assistance in im-
proving mental health through grants for construction of com-
munity mental health centers, and for other purposes.

Be it enacted by the Senate and House of Representa-
tives of the United States of America in Congress assem-
bled, That this Act may be cited as the "Mental Retarda-
tion Facilities and Community Mental Health Centers
Construction Act of 1963".

TITLE I 2FACILITIES FOR THE MENTALLY
RETARDED 3

SHORT TITLE

SEC. 100. This title may be cited as the "Mental Re-
tardation Facilities Construction Act".

PART AGRANTS FOR CONSTRUCTION OF CENTERS FOR RE-
SEARCH ON MENTAL RETARDATION AND RELATED ASPECTS
OF HUMAN DEVELOPMENT

PART BPROJEGT GRANTS FOR CONSTRUCTION OF UNI-
VERSITY-AFFILIATED FACILITIES FOR THE MENTALLY
RETARDED

AUTHORIZATION OF APPROPRIATIONS

SEC. 121.4 (a) For the purpose of assisting in the con-
struction (and the planning for the construction) of clin-
ical facilities providing, as nearly as practicable, a full
range of inpatient and outpatient services for the men-
tally retarded (which, for purposes of this part, includes
other neurological handicapping conditions found by the

1 Provisions of this Act which amended the P.H.S. Act were incorporated
as pt. D in title VII, of the P.H.S. Act.

3 Sec. 2(a) of P.L. 89-105 amended titles I and IV by changing the
wores "Title II" wherever they appeared in such titles to read "part A
of title II."

a The heading of title I amended by sec. 4 of P.L. 90-170.
Sec. 121 amended by secs. 2 (a), (b), and (d) (1) of P.L. 90-170.

(283)

(413)

77 Stat. 282

Mental Retarda-
tion Facilities
and Community
Mental Health
Centers Con-
struction Act
of 1963

42 U.S.C. 2661
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Secretary to be sufficiently related to mental retardation
to warrant inclusion in this part) and facilities which
will aid in demonstrating provision of specialized serv-
ices for the diagnosis and treatment, education7 training,
or care of the mentally retarded or in the clinical train-
ing of physicians and other specialized personnel needed
for research, diagnosis and treatment, education, train-
ing, or ,are of the mentally retarded, including research
incidental or related to any of the foregoing activities,
there are authorized to be appropriated $5,000,000 for
the fiscal year ending June 30, 1964, $7,500,000 for the
fiscal year ending June 30, 1965, $10,000,000 each for the
fiscal year ending June 30, 1966, the fiscal year ending
June 30, 1967, and the fiscal year ending June 30; 1968,
and $20,000,000 each for the fiscal year ending June 30,
1969, and the. fiscal year ending June 30, 1970.-Except as
provided in subsection (b), the sums so appropriated
shall be used for project grants for construction of pub-
lic and other nonprofit facilities for the mentally re-
tarded which are associated with a college or university.

(b) (1) Of the sums appropriated pursuant to sub-
section (a) for any fiscal year, beginning with the fiscal
year ending .June 30, 1968, an amount equal to 2 per
centum thereof (or such smaller amount as the Secretary
may determine to be appropriate) shall be available to
the Secretary for the purpose of making grants to cover
not to exceed 75 per centum of the costs of the planning
of projects with respect to the construction of which ap-
plications for grants may be made under this part. Not
more than $25,000 shall be granted under this subsection
with respect to any project.

(2) Planning grants under this subsection shall be
made by the Secretary to such applicants and upon such
terms and conditions as he shall by regulations prescribe.
Payment of grants under this subsection shall be made in
advance or by way of reimbursement, as the Secretary
may determine.

(3) Whenever, in the succeeding provisions of this
part, the term "grant", "grants", or "funds" is employed,
such term shall be deemed not to include any grant under
this subsection or any of the funds of any such grant.

APPLICATIONS

SEC. 122. Applications for grants under this part with
respect to any facility nmy be approved by the Secretary
only if the application contains or is supported by rea-
sonable assurances that

(1) the facility will be associated, to the extent
prescribed in regulations of the Secretary, with a
college or university hospital (including affiliated
hospitals), or with such other part of a college or

5 Subsee. 121 (b) added by see. 2(e) of P.L. 90-170.

.1r41
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university as the Secretary may find appropriate in
the light of the purposes of this part ;

(2) the plans and specifications are in accord with
regulations prescribed by the Secretary under sec-
tion 133(3) ;

(3) title to the site for the project is or will be
vested in one or more of the agencies or institutions
filing the application or in a public or other non-
profit agency or institution which is to operate the
facility;

(4) adequate financial support will be available
for construction of the project and for its mainte-
nance and operation when completed; and

(5) all laborers and mechanics employed by con-
tractors or subcontractors in the performance of
work on construction of the project will be paid 40 Stat. 1011
wages at rates not less than those prevailing on
similar construction in the locality as determined
by the Secretary of Labor in accordance with the
Davis-Bacon Act, as amended (40 U.S.C. 276a 63 Stat. 108
276a-5) ; and the Secretary of Labor shall have with
respect to the labor standards specified in this para- 64 Stat. 1267

graph the authority and functions set forth in Re-
organization Plan Numbered 14 of 1950 (15 F.R.
3176; 5 U.S.C. 133z-15) and section 2 of the Act of
June 13, 1934, as amended (40 U.S.C. 276c).

AMOUNT OF GRANTS ; PAYMENTS

SEC. 123. (a) The total of the grants with respect to
any project for the construction of a facility under this
part may not exceed 75 per centum of the necessary cost
of construction thereof as determined by the Secretary.

(b) Payments of grants under this part shall be made
in advance or by way of reimbursement, in such install-
ments consistent with construction progress, and on such
conditions as the Secretary may determine.

RECOVERY

SEC. 124. If any facility with respect to which funds
have been paid under this part shall, at any time within
twenty years after the completion of construction

(1) be sold or transferred to any person, agency,
or organization which is not qualified to file an ap-
plication under this part, or

(2) cease to be a public or other nonprofit facil-
ity for the mentally retarded, unless the Secretary
determines, in accordance with regulations, that
there is good cause for releasing the applicant or
other owner from the obligation to continue such
facility as a public or other nonprofit facility for
the mentally retarded,

42 U.S.C. 2663

42 U.S.C. 2664
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42 U.S.C. 2671

42 U.S.C. 2672

416

286

the United States shall be entitled to recover from either
the transferor or the transferee (or, in the case of a fa-
cility which has ceased to be a public or other nonprofit
facility for the mentally retarded, from the owners
thereof) an amount bearing the same ratio to the then
value (as determined by the agreement of the parties or
by action brought in the district court of the United
States for the district in which the facility is situated)
of so much of the facility as constituted an approved
project or projects, as the amount of the Federal partic-
ipation bore to the cost of the construction of such
project or projects.

NONDUPLICATION OF GRANTS

SEC. 125.° No grant may be made after January 1,
1964, under any provision of the Public Health Service
Act, for any of the fiscal years in the period beginning
July 1, 1963, and ending June 30, 1970, for construction
of any facility for the mentally retarded described in
this part, unless the Secretary determines that funds are
not available under this part to make a grant for the
construction of such facility.

PART CGRANTS FOR CONSTRUCTION OF FACILITIES FOR
THE MENTALLY RETARDED

AUTHORIZATION OF APPROPRIATIONS

SEC. 131.° There are authorized to be appropriated,
for grants for construction of public and other nonprofit
fficilities for the mentally retarded, $10,000,000 for the
fiscal year ending June 30, 1965, $12,500,000 for the fis-
cal year ending june 30, 1966, $15,000,000 for the fiscal
year ending June 30, 1967, $30,000,000 each for the fis-
cal year ending June 30, 1968, and the fiscal year ending
June 30, 1969, and $50,000,000 for the fiscal year ending
June 30, 1970.

ALLOTMENTS TO STATES

SEC. 132. (a) For each fiscal year, the Secretary shall,
in accordance with regulations, make allotments from the
sums appropriated under section 131 to the several
States on the basis of (1) the population, (2) the extent
of the need for facilities for the mentally retarded, and
(3) the financial need of the respective States; except
that no such allotment to any State, other than the Virgin
Islands, American Samoa, and Guam, for any fiscal year
may be less than $100,-000. Sums so allotted to a State for
a fiscal year for construction and remaining unobligated

68eca. 125 and 131 amended by secs. 2(c) and 3(a), respectively, of
P.L. 90-170.
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at the end of such year shall remain available to such
State for such purpose for the next fiscal year (and for
such year only), in addition to the sums allotted, to such
State for such next fiscal year.

(b) In accordance with regulations of the Secretary,
any State may file with him a request that a specified por-
tion of its allotment under this part be added to the allot-
ment of another State under this part for the purpose of
meeting a portion of the Federal share of the cost of a
project for the construction of a facility for the mentally
retarded in such other State. If it is found by the Secre-
tary that construction of the facility with respect to
which the request is made would meet needs of the State
making the request and that use of the specified portion
of such State's allotment, as requested by it, would assist
in carrying out the purposes of this part, such portion of
such State's allotment shall be added to the allotment of
the other State under this part, to be used for the purpose
referred to above.

(c) Upon the request of any State that a specified por-
tion of its allotment under this part be added to the allot-
ment of such State under part A of title II, and upon
(1) the simultaneous certification to the Secretary by the
State agency designated as provided in the State plan ap-
proved under this part to the effect that it has afforded.
a reasonable opportunity to make applications for the
portion so specified and there have been no approvable
applications for such portion, or (2) a showing satisfac-
tory to the Secretary that the need for the community
mental health centers in such State is substantially
greater than for the facilities for tbe mentally retarded,
the Secretary shall, subject to such limitations as he may
by regulations prescribe, promptly adjust the allotments
of such State in accordance with such request and shall
notify such State agency and the State agency designated
under the State plan approved under part A of title II,
and thereafter the allotments as so adjusted shall be
deemed the State's allotments for purposes of this part
and part A of title II.

(d) 7 (1) At the request of any State, a portion of any
allotment or allotments of such State under this part
shall be available to pay one-half (or such smaller share
as the State may request) of the expenditures found
necessary by the Secretary for the proper and efficient
administration during such year of the State plan ap-
proved under this part; except that not more than 2 per
centum of the total of the allotments of such State for
a year, or $50,000, whichever is less, shall be available for
such purpose for such year. Payments of amounts due
under this paragraph may be made in advance or by way
of reimbursement, and in such installments, as the Secre-
tary may determine.

7 Subsec. 132(d) added by see. 3(e) of P.L. 90-170.

it; '1
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(2) Any amount paid under paragraph (1) to any
State for any fiscal year shall be paid on condition that
there shaH be expended from State sources for such year
for administration of the State plan approved under this
part not less than the total amount expended for such
purposes froin such sources during the fiscal year ending
June 30, 1967.

REGULATIONS

SEC. 133. Within six months after enactment of this
Act, the Secretary shall, after consultation with the Fed-
eral Hospital Council (established by section 633 of the
Public Health Service Act and hereinafter in this part
referred to as the "Council"), 1? y general regulations
applicable uniformly to all the States, prescribe

(1) the kinds of services needed to provide ade-
quate services for mentally retarded persons resici-
ing in a State;

(2) the general manner in which the State agency
(designated as provided in the State plan approved
under this part) shall determine the priority of proj-
ects based on the relative need of different areas,
giving special consideration to facilities which will
provide comprehensive services for .a particular
community or communities ;

(3) general standards of construction and equip-
ment for facilities of different classes and in differ-
ent types of location ; and

(4) that the State plan shall provide for adequate
facilities for the mentally retarded for persons re-
siding in the State, and shall provide for adequate
facilities for the mentally retarded to furnish
needed services for persons unable to pay therefor.
Such regulations may require that before approval
of any application for a facility or addition to a
facility is recommended by a State agency, assur-
ance shall be received by the State from the appli-
cant that there will be made available in such fa-
cility or addition a reasonable volume of services to
persons unable to pay therefor, but an exception
shall be made if such 'a requirement is not feasible
from a financial viewpoint.

STATE PLANS

SEC. 134. (a) After such regulations have been issued,
any State desiring to take advantage of this part shall
submit a State plan for carrying out its purpoSes. Such
State plan must

(1 ) designate a single State agency as the sole
agency for the administration of the plan, or desig-
nate such agency as the sole agency for supervising
the administration of the plan ;
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(2) contain satisfactory evidence that the State
agency designated in accordance with paragraph
(1) hereof will have authority to carry out such
plan in conformity with this part ;

(3) provide for the designation of a State ad-
visory council which shall include representatives
of State agencies concerned with planning, opera-
tion or utilization of facilities for the mentally re-
tarded and of nongovernment organizations or
groups concerned with education, employment, re-
habilitation, welfare, and health, and including rep-
resentatives of consumers of the services provided
by such facilit ies ;

(4) set forth a program for construction of fa-
cilities for the mentally retarded (A) which is based
on a statewide inventory of existing facilities and
survey of need; (B) which conforms with the regu-
lations prescribed under section 133 (1) and (C)
which meets the requirements for furnishing needed
services to persons unable to pay therefor, included
in regulations prescribed under section 133(4) ;

(5) set forth the relative need, determined in ac-
cordance with the regulations prescribed under sec-
t ion 133(2), for the several projects inchided in sucli
programs, and provide for the construction, insofar
as financial resources available therefor and for
maintenance and operation make possible, in the
order of such relative need;

(6) provide such methods of administration of
the State plan, including methods relating to the
establishment and maintenance of personnel stand-
ards on a merit basis (except that the Secretary shall
exercise no authority with respect to the selection,
tenure of office, or compensation 'of any individual
employed in accordance with such methods), as are
found by the Secretary to be necessary for the proper
and efficient operation of the plan ;

(7) 8 provide minimum standards (to be fixed in
the discretion of the State) for the maintenance and
operation of facilities which receive Federal aid un-
der this part. and, effective July 1, 1969, provide for
enforcement of such standards with respect to proj-
ects approved by the Secretary under this part after
.Tune 30,1967 ;

(8) provide for affording to every applicant, for
a constructioiv project an opporhmity for hearing
before the State a 7ency ;

(9) provide tat the State agency will make such
reports in such form and containing such informa-
tion as the Secretnry may from time to time reason-
ably require, and will keep such records and afford

Par. (7) of see. 134 amended by sec. 5 of P1.00-170.
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such access thereto as the Secretary may find neces-
sary to assure the correctness and vertification of
such reports ; and

(10) provide that the State agency will from time
to time, but not less often than annually, review its
State plan and submit to the Secretary any mod-
ifications thereof which it considers necessary.

(b) The Secretary shall approve any State plan and
any modification thereof which complies with the pro-
visions of subsection (a); The Secretary shall not finally
disapprove a State plan except after reasonable notice
and opportunity for a hearing to the State.

APPROVAL OF PROJECTS

SEC. 135. (a) For each project for construction pursu-
ant to a State plan approved under this part, there shall
be submitted to the Secretary through the State agency
an application by the State or a political subdivision
thereof or by a public or other nonprofit agency. If two
or more such agencies join in the construction of the
project, the application may be filed by one or more of
such agencies. Such application shall set forth

(1) a description of the site for such project ;
(2) plans and specifications therefor in accord-

ance with the regulations perscribed by the Secre-
tary under section 133(3) ;

(3) reasonable assuranCe that title to such site is
or will be vested in one or more of the agencies filing

. the application or in a public or other nonprofit
agency which is to operate the facility ;

(4) reasonable assurance that adequate financial
support will be available for the construction of the
project and for its maintenance and operation when
completed;

(5) reasonable assurance that all laborers and me-
chanics employed by contractors or subcontractors
in the performance of work on construction of the
project will be paid wages at rates not less than those
prevailing on similar construction in the locality as
determined by the Secretary of Labor in accordance
with the Davis-Bacon Act, as amended (40 U.S.C.
276a-276a-5) ; and the Secretary of Labor shall
have with respect to the labor standards specified in
this paragraph the authority and . fUnctions set forth
in Reorganization Plan Numbered 14 of 1950 (.15
F.R. 3176; 5 U.S.C. 133z-15) and section 2 of the
Act of June 13, 1934, as amended (40 U.S.C. 276c) ;
and

(6) a certification by the State agency of the Fed-
eral share for the project.
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The Secretary shall approve such application if sufficient
funds to pay the Federal share of the cost of construction
of such project are available from the allotment to the
State, and if the Secretary finds (A) that the application
contains such reasonable assurance as to title, fmancial
support, and payment of prevailing rates of wages and
overtime pay- ; (B) that the plans and specifications are
in accord with the regulations prescribed pursuant to
section 133; (C) that the application is in conformity
with the State plan approved under section 134 and con-
tains an assurance that in the operation of the facility
there will be compliance -with the applicable require-
ments of the State plan and of the reuglations prescribed
under section 133(4) for furnishing needed facilities for
persons unable to pay therefor, and with State standards
for operation and maintenance; and (D) that the appli-
cation has been approved and recommended by the State
agency and is entitled to priority over other projects
within the State in accordance with the regulations pre-
scribed pursuant to section 133(2). No application shall
be disapproved by the Secretary until he has afforded the
State agency an opportunity for a hearing.

(b) Amendment of any approved application shall be
subject to approval in the same mariner as an original
appl ication.

'WITHHOLDING OF PAYMENTS

SEC. 136. lVhenever the Secretary after reasonable
notice and opportunity for hearing to the State agency
designated as provided in section 131 (a) (1), finds

(1) that the State agency is not complying substan-
tially with the provisions required by section 134 to
be included in its State plan or with regulations
under this part;

(2) that any assurance required to be given in an
application filed under section 135 is not being or
cannot be carried out ;

(3) that there is a substantial failure to carry out
plans and specifications approved by the Secretary
under section 135; or

(4) that adequate State funds are not being pro-
vided annually for the direct administration of the
State plan,

the Secretary may forthwith notify the State agencythat
(5) no further payments will be made to the State

from allotments under this part ; or
(6) no further payments will be made from allot-

ments under this part for any project or projects
designated by the Secretary as 13eing affected by the
action or inaction referred to in paragraph (1), (2),
(3), or (4) of this section,
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as the Secretary may determine to be appropriate under
the circumstances; and, except with regard to any project
for which the application has already been approved and
which is not directly affected, further payments from such
allotments may be withheld, in whole or in part, until
there is no longer any failure to comply (or to carry out
the assurance or plans and specificat ions or to provide ade-
quate State funds, as the case may be) or, if such compli-
ance (or other action) is impossible, until the State re-
pays or arranges for the repayment of Federal moneys
to which the recipient was not entitled.

NONDUPLICATION OF GRANTS

SEC. 137.° No grant may be made after January 1, 1964,
under any provision of the Public Health Service Act,
for any of the fiscal years in the period beginning July 1,
1964, and ending June 30, 1970, for construction of any
facility for the mentally retarded described in this part,
unless the Secretary determines that funds are not avail-
able under this part to make a grant for the construction
of such facility.

PART D '°GitANTs FOR THE COST OF PROFESSIONAL AND
TECI I NICAL PERSONNEL OF COMMUNITY MENTAL RE.
TARDATION FACILITIES

AUTHORIZATION OF GRANTS

SEc. 141. (a) For the purpose of assisting in the estab .
lishment and initial operation of facilities for the men-
tally retarded providing all or part of a program of com-
prehensive services for the mentally retarded principally
designed to serve the needs of the particular commuity
or communities in or near which the facility is situated,
the Secretary may, in accordance with the provisions of
this part, make grants to meet, for the temporary periods
specified in this section, a portion of the costs (deter-
mined pursuant to regulations under section 144) of com-
pensation of professional and technical personnel for the
initial operation of new facilities for the mentally re-
tarded or of new servies in facilities for the mentally
retarded.

(b) Grants for such costs for any facility for the men-
tally retarded under this part may be made only for tbe
period beginning with the first day of the first month
for which such a gmnt is made and ending with the close
of four years and three months after sucli first clay; and

0 See. 137 amended by see, S(b) of Pad. D0-170.
10 Pt. I) added by see. 4 of P.L. 90-170,
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such grants with respect to any such facility may not
exceed 75 per centum of such costs for the period ending
with the close of the fifteenth month following such first
day, 60 per centum of such costs for the first year there-
after, 45 per centum of such costs for the second year
thereafter, and 30 per centum of such costs for the third
year thereafter.

(c) In making such grants, the Secretary shall take
into account the relative needs of the several States for
services for the mentally retarded, their relative financial
needs, and their populations.

SEC. 142 (a) Grants under this part with respect to
any facility for the mentlly retardecl may be made only
upon application, and, only if

(1) the applicant is a public or nonprofit private
agency or organization which owns or operates the
facility ;

(2) (A) a grant was made under part C of this
title to assist in financing the construction of the
facility or (B) the type of service to be provided
as part of such program with the aid of a grant
under this part was not previously being provided
by the facility with respect to which such applica-
tion is made;

(3) the Secretary determines that there is satis-
factory assurance that Federal funds made available
under this part for any period will be so used as to
supplement and, to .the extent practical, increase the
level of State, locall and other.' non-Federal funds
for mental retardation services that would in the
absence of such Federal funds be made available for
(or under) the program described in paragraph (2)
of this subsection, and will in no event supplant such
State, local, and other non-Federal funds; and

(4) in the case of an applicant in a State which has
in existence a State plan relating to the provision of
services for the mentally retarded, the services,to be
provided by the facility are consistent with the plan.

(b) No grant may be made under this part after .Tune
30, 1972, with respect to any facility for the mentally
retarded or with respect to any type of service provided
by such a facility unless a grant with respect thereto
was made under this part prior to July 1, 1970.

PAYMENTS

SEC. 143. Payment of grants under this part may be
made (after necessary adjustment on account of pre-
viously made overpayments or underpayments) in ad-
vance or by way of reimbursement, and on such terms
and conditions and in such installments, as the Secretary
may determine.
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REGULATIONS

SEC. 144. The Secretary shall prescribe general regula- i

tions concerning the eligibility of facilities under this i

part, determination of eligible costs with respect to which
Igrants may be made, and the terms and conditions (in- 1

eluding those specified in section 142) for approving ap- I
,

plicat ions under this part.
1

AUTHORIZATION OF APPROPRIATIONS
i

SEC. 145. There are authorized to be appropriated 1

$7,000,000 for the fiscal year ending June 30, 19681 3

3$10,000,000 for the fiscal year ending June 30, 1969, and i

$14,000,000 for the fiscal year ending June 30, 1970, to I

enable the Secretary to make initial grants to facilities 1
)for the mentally retarded under the provisions of this

part. For the fiscal year ending June 30, 1969, and each
of the next five years, there are authorized to be ap-
propriated such sums as may be necessary to make grants
to such facilities which have previously received a grant
under this part and are eligible for such a grant for the
year for which sums are being appropriated under this
sentence.



TITLE IVGENFRAL

DEFINITIONS

SEC. 401. For purposes of this Act
(a) The term "State" includes Puerto Rico, Guam,

American Samoa, the Virgin Islands, and the District
of Columbia.

(b) The term "facility for the mentally retarded"
means a facility specially designed for the diagnosis,
treatment, education, training, or custodial care of the
mentally retarded, including facilities for training
specialists and sheltered workshops for the mentally
retarded, but only if such workshops are part of facilities
which provide or will provide comprehensive services
for the mentally retarded.

(c) The term "community mental health center" means
a facility providing services for the prevention or diag-
nosis of mental illness2 or care and treatment of mentally
ill patients, or rehabilitation of such persons, which serv-
ices are provided principally for persons residing in a
particular community or Pommunities in or near which
the facility is situated.

(d) The terms "nonprofit facility for the mentally
retarded", "nonprofit community mental health center",
and "nonprofit private institution of higher learning"
mean, respectively, a facility for the mentally retarded2
a community mental health center, and an institution of
higher learning which is owned and operated by one or
more nonprofit corporations or associations no part of
the net earnings of which inures, or may lawfully inure,
to the benefit of any private shareholder or individual;
and the term "nonprofit private agency or organization"
means an agency or organization which is such a corpora-
tion or association or which is owned and operated by
one or more of such corporations or associations.

(e)" The term "construction" includes construction
of newbuildings, acquisition, expansion, remodeling, and
alteration of existing buildinigs; and initial equipment of
any such buildings (including medical transportation
facilities) ; including architect's fees, but excluding the
cost of off-site improvements and the cost of the acquisi-
tion of land.

(f) The term "cost of construction" means the amount
found by the Secretary to be necessary for the construc-
tion of a project.

24 See. 401 (e) amended by sec. 4 (b) of P.L. 90-31.
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(g) The term "title", when used with reference to a
site for a project, means a fee simple, or such other estate
or interest (including a leasehold on which the rental
does not exceed 1 per centum of the value of the land) as
the Secretary finds sufficient to assure for a period of not
less than fifty years undisturbed use and possession for
the purposes of construction and operation of the project.

(h) The term "Federal share" with respect to any
project means

(1) if the State plan under which application for
such project is filed contains, as of the date of ap-
proval of the project application, standards ap-
proved by the Secretary pursuant to section 402 the
amount determined in accordance with such stand-
ards by the State agency designated under such
plan; or

(2) if the State plan does not contain such stand-
ards, the amount (not less than 33% per centum and
not more than eithet 662/3 per centum or the State's
Federal percentage, whichever is the lower) estab-
lished by such State agency for all projects in the
State: Provided, That prior to the approval of the
first such project in the State durin_g any fiscal year
such State agency shall give to the Secretary written
notification of the Federal share established under
this paragraph for such projects in such State to be
approved by the Secretary during such fiscal year,
and the Federal share for such projects in such
Stath approved during such fiscal year shall not be
changed after such approval.

(i) The Federal percentage for any State shall be 100
per centum less that percentage which bears the same
ratio to 50 per centum as the per capita income of such
State bears to the per capita income of the United States,
except that the Federal 'percentage for Puerto Rico,
Guam, American Samoa, and the Virgin Islands shall be
66% per centum.

(j) (1) The Federal percentages shall be promul-
gated by the Secretary between July 1 and August 31 of
each even-numbered year, on the basis of the average of
the per capita incomes of the States and of the United
States for the three most recent consecutive years for
which satisfactory data are available from the Depart-
ment of Commerce. Such promulgation shall be conclu-
sive for each of the two fiscal years in the period begin-
ning July 1 next succeeding such promulgation ; except
that the Secretary shall promulgate such percentages as
soon as possible after the enactment of this Act, which
promulgation shall be conclusive for the fiscal year end-
ing June 30, 1965.

(2) The term "United States" means (but only for
purposes of this subsection and subsection (1)) the fifty
States and the District of Columbia.

1
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(k) The term "Secretary" means the Secretary
Health, Educaliion., and Welfare.

STATE STANDARDS FOR VARIABLE FEDERAL SHARE

cf

SEC. 402. The State plan approved under part C of title
I or title II may include standards for determination of
the Federal share of the cost of projects approved in the
State under such part or title, as the case may be. Such
standards shall 13rovide equitably (and, to the extent
practicable, on the basis of objective criteria) for varia-
tions between projects or classes of projects on the basis
of the economic status of areas and other relevant fac-
tors. No such standards shall provide for a Federal
share of more than 66% per centum or less than 331/3
per centum of the cost of construction of any project.
The Secretary shall approve any such standards and
any modifications thereof which comply with the provi-
sions of this section.

PAYMENTS FOR CONSTRUCTION

42 U.S.C. 2692

SEC. 403. (a) Upon certification to the Secretary by 42 U.S.C. 2693
the State agency, designated as provided in section 134
in the case of a facility for the mentally retarded, or
section 204 in the case of a community mental health
center, based upon inspection by it, that work has been
performed upon a project, or purchases have been made,
in accordance with the approved plans and specifications,
and that payment of an installment is due to the appli-
cant, such installment shall be paid to the State, from
the applicable allotment of such State, except that (1)
if the State is not authorized by law to make payments to
the applicant, the payment shall be made directly to the
applicant, (2) if the Secretary, after investigation or
otherwise, has reason to believe that any act (or failure
to act) has occurred requiring action pursuant to section
136 or section 206, as the case may be? payment may, after
he has given the State agency so designated notice of op-
portunity for hearing pursuant to such section, be with-
held, in whole or in part, pending corrective action or
action based on such hearing, and (3) the total of pay-
ments under this subsection with respect to such _project
may not exceed an amount equal to the Federal share of
the cost of construction of such project.

(b) In case an amendment to an approved application
is approved as provided in section 135 or 205 or the esti-
mated cost. of a project is revised upward, any additional
payment with respect thereto may be mad.e from the
applicable allotment of the State for the fiscal year in
which such amendment or revision is approved.

38-191 0 - 70 - 28
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JUDICIAL REVIEW

SEC. 404. If the Secretary refuses to approve any ap-
plication for a project submitted under section 135 or
205, the State agency through which such application
was submitted, or if any State is dissatisfied with his
action under section 131(b) or 201 (b) or section 136 or
206, such State, may appeal to the United States court
of appeals for the circuit in which such State is located,
by filing a petition with such court within sixty days
after such action. A copy of the petition shall be forth-
with transmitted by the clerk of the court to the Secre-
tary, or any officer designated by him for that purpose.
The Secretary thereupon shall file in the court th.e record
of the proceedings on which he based his action, as pro-
vided in section 2112 of title 28, United States Code.
Upon the filing of such petition, the court shall have
jurisdiction to affirm the action of the Secretary or to set
it aside, in whole or in part, temporarily or permanently,
but until the filing of th.e record, the Secretary may mod-
ify or set aside his order. The findings of the Secretary
as to the facts, if supported by substantial evidence, shall
be conclusive, but the court, for good cause shown, may
remand the case to the Secretary to take further evi-
dence, and the Secretary may thereupon make new or
modified findings of fact and may modify his previous
action, and shall file in the court the record of the fur-
ther proceedings. Such new or modified findings of fact
shall likewise be conclusive if supported by substantial
evidence. The judgment of the court affirming or set-
ting aside, in whole or in part, any action of the Secretary
shall be final, subject to review by the Supreme Court of
the United States upon certiorari or certification as pro-
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vided in section 1254 of title 28, United States Code. 62 Stat. 928
The commencement of proceedings under this section
shall not, unless so specifically ordered by the court,
operate as a stay of the Secretary's action.

RECOVERY

SEC, 405. If any facility or center with respect to
which funds have been paid under section 403 shall, at
any time within twenty years after the completion of
construction

(1) be sold or transferred to any person, agency,
or organization (A) which is not qualified to file an
application under section 135 or 205, or (B) which
is not approved as a transferee by the State agency
designated pursuant to section 134 (in the case of a
facility for the mentally retarded) or section 201
(in case of a community mental health center), or
its successor; or

(2) cease to be a public or other nonprofit facility
for the mentally retarded or community mental
health center, as the case may be, unless the Secre-
tary determines, in accordance with regulations, that
there is good cause for releasing the applicant or
other owner from the obligation to continue such
facility as a public or other nonprofit facility for
the mentally retarded or such center as a community
mental health center,

the United States shall be entitled to recover from either
the transferor or the transferee (or, in the case of a fa-
cility or center which has ceased to be public or other
nonprofit facility for the mentally retarded or commu-
nity mental health center, from the owners thereof) an
amount bearing the same ratio to the then value (as de-
termined by the agreement of the parties or by action
brought in the district court of the United States for
the district in which the center is situated) of so much
of such facility or center as constituted an approved
project or projects, as the amount of the Federal partici-
pation bore to the cost of the construction of such proj-
ect or projects. Such right of recovery shall not consti-
tute a lien upon such facility or center prior to judgment.

STATE CONTROL OF OPERATIONS

42 U.S.C. 2695

SEC. 406. Except as otherwise specifically provided, 42 II.S.C. 2696
nothing in this A.ct shall be construed as conferring on
any Federal officer or employee the right to exercise any
supervision or control over the administration, personnel,
maintenance, or operation of any facility for the men-
tally retarded or community mental health center with
respect to which any funds have been or may be expended
under this Act.
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RECORDS AND AUDIT

SEC. 408.26 (a) Each recipient of assistance under this
Act shall keep such records as the Secretary shall pre-
scribes including records which fully disclose the amount
and disposition by such recipient of tlie proceeds of such
assistance, the total cost of the project or undertaking
in connection with which such assistance is given or used,
and the amount of that portion of the cost of the project
or undertaking supplied by other sources, and such other
records as will facilitate an effective audit.

(b) The' Secretary and the Comptroller General of the
United States, or any of their duly authorized repre-
sentatives, shall have access for the purpose of audit and
examination to any books, documents, papers, and rec-
ords of the recipients that are pertinent to the assistance
received under this Act.

NONDUPL10ATION

SEo. 409.27 In determining the amount of any grant
under this Act for the costs of any project there shall be
excluded from such costs an amount equal to the sum of
(1) the amount of any other Federal grant which the
applicant has obtained, or is assured of obtaining, with
respect to such project., and (2) the amount of any non-
Federal funds required to be expended as a condition of
such other Federal grant.

se See. 408 added by see. 3 of P.L. 89-105.
27 See. 401) added by see. 304 of P.L. 90-574.
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PREPARED STATEMENT or LARRY L. CAMPBELL, COORDINATOR OF SPECIAL EDUCATION
WOR ISABELLA INTERMEDIATE SCHOOL DISTRICT SPEOIAL EDUCATION DIVISION,
MT. PLEASANT, MICH.

DECEMBER 1, 1969.
Re "Developmental Disabilities Services and Facilities Construction Act of

1969" (S. 2846)
LABOR AND PUBLIC WELFARE COMBiTrms, HEALTH SUBOOMMILTEE

Mr. Chairman, I appreciate this opportunity to express support for S. 2846.
If placed into law, this bill will improve education for handicapped individuals
in the State of Michigan.

As Coordinator of SPecial Education for the Isabella Intermediate School
District, Mt. Pleasant, Michigan, I must wear many hats. To be more specific,
a coordinator must survey needs, tabulate and analyze the needs, and recommend
services to meet the needs of handicapped individuals. He must also assist local
districts in the establishment and coordination of these services. The profes-
sional and moral obligations of coordinators become heavy loads once needs and
priorities are established. If monies for facilities and programs are not available
or if trained professionals to staff programs are not to be found, the load be-
comes even greater. Please let me make one point clear, I am not complaining
about my position, I only wish to convey to the committee that as a coordinator
many more recommendations are made than can be carried out.

Please let me narrow the scope of this problem at hand. There are 63 intermedi-
ate school districts in Michigan. The office of the Isabella County Intermediate
School District is located in Mt. Pleasant. Isabella County has a population of
approximately 36,000 people of which about 15,000 reside in Mt Pleasant. The
intermediate school district is comprised of three constituent school districts, Mt.
Pleasant Public Schools, Shepherd Public Schools, and Beal City Public Schools.

The Isabella Intermediate School District acts as an administrative unit that
functions between the Michigan State Department of Education and the local
school systems. The intermediate district can provide service to handicapped
children in local districts which are unable to provide such services due to low
Population or lack of adequate financing.

The 1909-70 school population for tbe Isabella Itermediate School District
stands at 8,271. Of this number, 676 handicapped students are being served by 25
special educators in one or more special programs. 676 students may appear to be
a large percentage of our school population and yet there are waiting lists for
many programs. Additional programs are needed in the areas of diagnosis,
school social work, emotional disturbance, learning disabilities, perceptual de-
velopment and physical handicaps. The more knowledge we gain from our 12 pro-
grams for the mentally handicapped, the more we realize these programs or
classes are not, in themselves, adequate in meeting the needs of handicapped in-
dividuals. Thus, waiting lists grow, parents wonder where their tax dollars are
going, and administrators struggle daily with"am I meeting the needs of
children in which I have been entrusted?"

I don't feel this situation is unique to our rural setting. There certainly may
be similar conditions in hundreds of other communities, rural and urban. The
point is that if this country is to progress as it has in the past, handicapped
individuals must be equipped, through some form of education, to function in a
computer world. They must have the opportunity to work to their capacity, to
be productive individuals, and have self-respect.

This concept is by no means new and/or innovative in nature but is realistic
if legislation, both federal and state, permit changes of approach to education
and method of financial support for programs for the handicapped.

Recent research would indicate that we as special educators have reached a
point where we should be practicing instead of preaching. I 'feel we know a lot
more about the handicapped individual than we lead the public to believe. Com-
munities, however, are handicapped to the extent that adequate financial support
is lacking prohibiting the establishment of comprehensive programs for the
handicapped. There are many excellent programs in Michigan. There are also
areas where only basic educational needs are being met. I can speak for my col-
leagues when I say that meeting the basic needs of handicapped individuals
Just isn't adequate.

The recently established C. L. Hoogerland Memorial Workshop by Isabella
and Gratiot Counties is excellent testimony that handicapped individuals need
additonal service after public school programs. If time permits, please read the
enclosed brochure explaining the functions of the sheltered workshop. The services
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are limited again by lack of trained professionals and adequate financial support.
Research again would substantiate the fact that early intervention is essential

if some handicaps are to be successfully remediated. Yet there are no programs
for pre-school multihandicapped children in my country. In September a group
of local parents in Mt. Pleasant pooled their monies and started their own pro-
gram. These parents wanted their children to have a chance. They are going
to give them an opportunity to learn to function as citizens in a complex society.

I realize my district is very small, however, I feel our problems are unique
and should be represented. The picture I "paint" is not all dark. We are pro-
viding those services we are capable of providing under present rules and regu-
lations and financial means. S. 2846 would provide new impetus to research we
now have at hand concerning early intervention, remediation, and follow-up of
development disabilities.

I confess that I have not spoke directly to S. 2848 but rather have disclosed
needs in Isabella County that S. 2846 could help alleviate if put into law. I have
tried, to the best of my ability, to point out some serious problems that exist.
These problems can be changed to successes if states and local communities have
the necessary legislation to meet these problems. Handicapped individuals have
proven that if given a chance to learn and to an opportunity, can be happy produc-
tive citizens. I feel this Is the charge of every individual, handicapped or not.

Again I wish to take this opportunity to thank the Health Subcommittee for
affording me their time and consideration. I would also ask that serious con-
sideration be granted for the passage of S. 2846 and other related bills that
attempt to make this and future generations better in every respect.

THE UNIVERSITY OF MICHIGAN,
INSTITUTE FOR THE STUDY OF MENTAL RETARDATION,

Ann Arbor, Molt., November 13, 1969.
Hon. EDWARD M. KENNEDY,
U.S. Senate, 431 Old Senate Office Building,
Washington, D.C.

Dun SENATOR KENNEDY : I very much appreciated the opportunity to testify
before the Subcommittee on Health of the Senate Labor and Public Welfare
Committee on S. 2848.

I was distressed by the testimony Of the administration witnesses and saw
nothing in what they presented that would alleviate the problems which exist
in the field. This was especially evident in terms of their very general statement
on the manpower needs, and their lack of strong support of the University-
Affiliated Center concept as one of the most viable and promising approaches to
generate the needed manpower.

While I briefly described in my testimony the development of our University-
Affiliated Center here, I am enclosing a brochure which describes the program
in some greater detail. Perhaps this might be of some interest or value to you.

Again my thanks for the opportunity to testify before your committee.
. Cordially,

Juuus S. COHEN, Aeeoetate Director.
Enclosure.

A
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INSTITUTE FOR THE STUDY
General Structure

THE REGENTS OF THE UNIVERSITY OF MICHIGA. I\11

I
PRESIDENT

I
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I
DIRECTOR
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INSTITUTE FOR THE STUDY

OF MENTAL RETARDATION

Director
for Development

and
Coordinator for

Training

Associate Director
and

Coordinator. for
Clinical Services

Associa te Director
and

Coordinator for
Research
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OF MENTAL RETARDATION
General Overview

The Institute for the Study of Mental Retardation is the outgrowth
of recommendations from a two-year faculty and administration com-
mittee appointed in 1963 to assess The University of Michigan's role
in meeting the problems of mental retardation. The Institute was
established by The Regents of The University of Michigan in June,
1966. The Institute will be instrumental in fostering interdisciplinary
training of all fields concerned with mental retardation and related
health problems. It will achieve this primary goal through a program
consisting of 1) manpower training and development, 2) exemplary
clinical services, and 3) research and evaluation.

The acute shortage of trained personnel in mental retardation has
led the Institute to place its primary emphasis on manpower training
and development. This phase of activities is concerned with a pre-
service education program that trains professional and non-professional
staff members of the various facilities; with a continuing education
program that keeps the staff up to date with the current concepts of
mental retardation: with an adult education program that informs
parents, volunteers, communtty leaders, and employers about mental
retardation; and with a materials development program that devises
materials about retardation to be used in training programs for per-
sonnel as well as materials for use with retarded individuals.

The highly specialized services which are required in diagnosing,
evaluating, treating, educating, training, and caring for the mentally
retarded are an integral part of the training role assumed by the
Institute and are being developed. Another equally important aspect
of the Institute is the cooperative development of field settings in
which primary consideration is given to the agency's and community's
ability to support the program. This will enable such programs to be
replicated in other areas through local funding and fiscal structures.

The research programs of the Institute, both disciplinary and inter-
disciplinary, will be directed at uncovering the causes of mental re-
tardation; at developing a more meaningful taxonomy of the differ-
ent syndromes of mental retardation; and at elucidating the basic
biological and behavioral processes characterizincr, these syndromes. In
addition, the research thrust will be aimed at evaluating how best
to apply and disseminate this knowledge to the care, rehabilitation, and
education of th e mentally retarded. As part of the research effort, an
evaluation program will also be carried out to asses and improve the
Institute's operations, This program will attempt to increase the cost
effectiveness of the Institute's operations, maintain a balance among
the Institute's programs and resources, and develop evaluation models
for the Institute and other organizations.

5
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ISMR AND THE BROAD VIEW OF
MENTAL RETARDATION

The definition of mental retardation used by the American Associa-
tion on Mental Deficiency ("Mental retardation refers to a significant
sub-average intellectual functioning which originates during the devel-
opmental period and is associated with impairment in adaptive be-
havior") is the Institute's starting point. Also included as part of the
Institute's concerns are the issues of related neurological involvement
and problems of the multiply handicapped where mental retardation
is associated with visual and auditory impairment, prematurity and
congenital malformations, cerebral palsy, epilepsy, neuropsychiatric
disturbances, speech disabilities, or any other physical disabilities.
Finally, components related to psychological 'problems and social
or environmental deprivation are also within the Institute's scope of
its concept of mental retardation. Programming in this area will pro-
vide services for high risk children from disadvantaged environments
and will include individuals from this background. Programs will be
designed to help train students to work effectively with these popula-
tions and to evaluate the effectiveness of various service patterns.

THE INCIDENCE OF MENTAL RETARDATION
Scope Of The Retardation Problem In The U.S.

retardation afflicts nearly 6 million Americans
retardations afflicts 10 times as many persons as diabetes
retardation afflicts 20 times as many persons as T.B.
retardation afflicts 600 times as many persons as polio
One family in 5 is affected
126,000 children are born every year (one every 5 minutes) who will be

diagnosed as retarded

To meet the needs of some of these people, ISMR will establish
service models including an Exper;uental Study and Training Unit,
a Demonstration School Unit, and a Cooperative Clinical Service Unit.
These units will train personnel while providing care and treatment
for retardates in need of the services of the Institute. Since it is apparent
that the present system employed in the United States neither fully
meets the needs of the retarded nor provides sufficient manpower for
this purpose, the Institute will attack both of these areas.

Traditional Estimates Of 3% Are Probably Low Because They
Generally Do Not Include Such Factors As:

Cultural Deprivation
Physical Disabilities
Neurological Impairments

6
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ISMR PROGRAMS are focused :marily on the young, but will
be involved with programming at all age levels. The overall emphasis
will be on developing, for teaching purposes, interlocking patterns of
services to meet the life-long needs of retardates. Training and service
models will be established in southeastern Mkhigan, but should have
direct application to programs throughout the state. The Institute will
work with community agencies anywhere in the state to develop inter-
disciplinary services for retarded children designed to serve as models
for replication elsewhere and based on realistic tax and fiscal pro-
grams of the local communities.

Retardation And Cultural Deprivation
Lack of Health Care

Children of low income groups have fewer routine Physical exams;
therefore, handicapping conditions may go undetected.

As reported by the President's Committee on Mental Retardation in M.R.
'68, The Edge of Change, the number of routine physical examinations are
directly related to a family's income level:

Children Under Age 17 Who Had At Least One
Routine Physical Examination During A 12-Month

Period, 1962-63

Percent

100

60
50
40
30
20
10
0

By place

of residence

42.8

By family
hicome

35
43.1

53.9

Urban Rand tinder $2,000- $4,0(4)- $7,000-
2,000 $4,000 $7,000 $10,000

Over

$10,000

45% of all women who have babies in public hospitals receive no
prenatal care.

The in/ant mortality rate in low income groups is nearly double that
of other income gr9ups.

A child from a bw income or rural area is 15 times as likely to be
mentally retarded as a child from a higher income family.

75% of the nation's mentally retarded are found in urban and rural
slums.

Lack of Intellectual Achievement
Selective Service System rejection rates for intellectual underachieve-

ment are 23% overall and 60% among some low income groups.
3 times as many low income children lail in school as children from

other income groups.

7



440

ISMR WILL STUDY AND COMBAT RETARDATION
LINKED WITH PHYSICAL DISABILITIES

AND NEUROLOGICAL IMPAIRMENTS

Retardation And Physical Disabilities

Approximately 3 million American children are physically handicapped;
many of them are intellectually retarded as well. For example:

approximately 75% of all children with cerebral palsy are, to some
degree, retarded in their intellectual development.

approximately 88% of athetoid cerebral palsy children, and 50% of
all hemiplegics, have perceptual disturbances which affect learning
and intellectual development.
approximately 30% of blind children are, to some degree, intellectually
retarded.

Retardation And Neurological Impairments

10% of live births are premature. Of these, approximately 50% will have
serious sensory, mental, and/or motor disabilities which will impair school
learning.

Slightly more than 7% of newborn children are found to be neurologically
damaged or defective by the 4th week after birth.

Approximately 12-15% of 12-month old babies are found or suspected
to be neurologically deviant.

Slightly more than 8% of babies at 12 months of age have audiomotor
disabilities. The majority of these do not have hearing losses.

Communication specialists with Operation Head Start have observed
serious language and speech retardation in children served by this program.

ISMR, in conjunction with the schols and colleges of The University
of Michigan and county and state health facilities, will implement
programs and services to achieve specific patient-centered goals. These
objectives may be achieved through one or several of the following
disciplines:

Administration
Audiology
Child Psychiatry
Dentistry
Epidemiology
Law
Maternal and

Child Health

Nursing
Nutrition
Occupational

Therapy
Pediatric Neurology
Pediatrics
Physical Medicine
Physical Therapy

8

Psychology
Recreational

Therapy
Rehabilitation

Counseling
Social Work
Special Education
Speech and Lang-

uage Pathology
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ISMR AND THE STATE OF MICHIGAN PLAN

The Institute is closely related to the state of Michigan plan to
combat mental retardation. This plan for action includes the following
areas:

Manpower Training and Development
Prevention And Diagnosis

Education And Training
Vocational Rehabilitation

Social Services

Residential Care
Research Development
--Implementation

The plans for the Institute for the Study of Mental Retardation in-
clude all of these areas, but especially:

Manpower Training And Development

Pre-service training for the professional and non-professional
working with the mentally retarded

Continuing education to update knowledge of specialists and
general practitioners

Adult education for parents, volunteers, community leaders,
and employers

Materials development for training programs in universities
and other agencies

Services

Consultation in planning, developing, and operating exemplary
services throughout the state

Development of model services in selected communities
Provision of specialized diagnostic services

Research

Basic, to expand understanding of the etiology and nature
of mental retardation

Applied, to assess and improve services to the retarded
--Evaluation of all aspects of Institute programming

9
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SERVICES TO THE MENTALLY RETARDED
IN MICHIGAN

Community Programs

Diagnostic And
Evaluation

Public And Private
School

Day Care
Social Service
Referral
Recreation
Rehabilitation

95% of retardates live in the community.
in 1967-68 in Michigan, there were:

41 training centers serving 1,023
2182 type A, B, C classes serving 34,269

70 sheltered workshops serving 1,347
in 1966-67 there were:

10 state residential programs serving 12,592
17 private residential programs serving 564

Total Served 49,475

Residential Programs

Treatment
Half.Way Houses
Nonaesidential

Service
Care And Custody
Support for Community

And Family
Programming

But
based on a 3% incidence rate, there were 246,000 retardates in Michigan in
1965, of whom only 49,795 (20%) were being served by residential and
community services. This leaves 196,205 (80%) unserved by any of these
programs.

49,895 Are Served by the Above
Community and Residential Programs:

BUT this leaves 196,205, or 80%, of the Retardates
in Michigan UNSERVED by any of these programs

In addition, the 3% incidence rate may be too low since it does not include the
15% of all children who are socially disadvantaged
12-15% of all children who are neurologkally deviant or suspect
many physically handicapped children who show retardation associated

with their physical disability

The lack of trained personnel in all fields related to mental
retardation prevents filling existing positions, much less new ones.
Therefore, ISMR will concentrate its efforts on Manpower Training
And Development.

10
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ISMR WILL TRY TO MEET THE
PRIMARY PROBLEM-MANPOWER

The number one obstacle to meeting the needs of the mentally
retarded is the lack of trained personnel. For example, in teaching:

School Programs For The Mentally Handicapped
In Michigan

Students
Teachers

Type A Type B

24,791
1,502

Type C

287 1,762
20 73

The need underlined by the 1966 legislative survey of special
education problems was for manpower training. The survey con-
cludes that in special education, the number one obstacle was lack of
trained personnel. To meet 1975 needs, the state will have to produce
approximately 2,400 new teachers, assuming the present number of
teachers remain on their jobs. Consequently, there is a need for
approximately 4,000 teachers by 1975, if the present pupil-teacher
ratio of 15 to 1 is maintained.
These figures do not include the approximately 40,000 additional
students not served by these programs, but who will definttely need
them by 1975.

Only 7.6% of the state's requests for teachers of the mentally retarded can
be met by available candidates.

Teaching is only one of the many areas in Mental Retardation faced
with serious manpower shortages. The Institute will develop training
programs in over twenty areas.

11
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INSTITUTE FOR THE STUDY OF
MENTAL RETARDATION

The Institute for the Study of Mental Retardation, established by
the Regents of The University of Michigan in June, 1966, is responsible
directly to the Vice-President for Academic Affairs as an independent
unit within the University. The Institute fosters interdisciplinary
training in all disciplines concerned with mental retardation and related
health problems, so that it is able to take advantage of all the resources
The University of Michigan has to offer. This primary goal is to be
achieved in part through a program of exemplary manpower training
and development, clinical services, and research.

PROGRAMMATIC RELATIONSHIPS FOR TRAINING

imps:imam
BIpvlcu

TO THU
MENTALLY
RITARDEO

ISMR and Schools and Colleges
of The University of Michigan

13
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THE ISMR MANPOWER DEVELOPMENT PROGRAM

The acute shortage of trained personnel at all levels in the field
of mental retardation has led the Institute to place its main emphasis
on training. More trained people are needed, and more training per
person is essential if specialized services are to be effective.

Pre-Service Education Program
Specialized Training-

-for graduate students specializing in mental retardation
for those who do not go beyond their baccalaureate degree

General Exposure to Mental Retardation-
-to all students in professional training programs
to undergraduate students to sensitize them to mental retardation

and career opportunities in this field

Training of Non-Professionals
working with community colleges, ISMR will cooperate in

training non-professionals as:

aides, attendants, orderlies
assistants in professional areas
members in combined professional and non-professional

programs

Continuing Education Program
Short and long-term training for professional and non-professional
practitioners-

-to update the concepts of specialists in mental retardation
to present current concepts of mental retardation to general

practitioners

Adult Education Program
training volunteers
introducing concepts of mental retardation to the community-

at-large
introducing concepts of mental retardation to employers

Materials Development Program
developing materials to be used in training programs
developing materials to be used with retardates
making materials available to other agenices and universities

in the state

14
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THE ISMR CLINICAL SERVICE PROGRAM

The Clinical Service Program is characterized by a concern for the
individual as a unique whole with the goal of understanding and helping
him as well as his parents. Within the Institute, all services to retarded
individuals and their families are defined as Clinical Services.

Demonstration Schools Unit
to develop and demonstrate innovative approaches to special

education
to operate cooperatively with community schools focusing on

education and managing retarded children in group settings

Study And Treatment Unit
to develop and demonstrate patterns of service, staffing, and

quality control within an interdisciplinary environment
to insure maximum visibility for the Institute for the Study of

Mental Retardation and the disciplines represented on the core
staff

Experimental Study And Treatment Unit
to provide optimum conditions to meet professional training

goals
to serve the retarded population
to act as a basic setting for research on new pedagogical ap-

proaches, social-psychological research, and other cooperative
interdisciplinary investigation and intervention techniques

ISMR Services Program Relationships

IUMR CLINICAL IIIRVICIS ppocaRAnn

Demonstration Schools
Program

Preschool

School

Vocational

Residential School

Social Adjustment

Study and Treatment
Program

Referral and Admissions

Diagnostic

Residential Facility

Medical and Dental Treatment

Follow Up

16

Experimental Studyf Treatment
Program

Clinical Teaching

Psychotherapy Training

Perceptual Motor Training

Cognitive and Language Training

Behavior Modification
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THE ISMR COMMUNITY SERVICE PROGRAMS

ISMR will
provide intensive diagnostic and evaluation services
work with existing community service programs to provide

services for the mentally retarded
develop service models to assist communities throughout the

state in creating or strengthening services
provide continuous consultative assistance to service agencies
establish working relationships with residential treatment pro-

grams, such as:

Washtenaw County Community Health Center
Plymouth State Home and Training School
Washtenaw County Health Department
Maternal and Infant Project, Detroit
Washtenaw County Public Schools, Special Education
Community Day Care Centers
Washtenaw County Adult Activity Center
Sheltered Workshops
Private Social Service Agencies
State and Local Welfare Agencies

ISM R -- Comm u n ity Services Program Relationships

IIVII4 COMMUNITY MGM= PROGRAMS

Health and Social Welfare

Communit ,

Mental Retardation

Development Program

PreSchool and School Age

Demonstration Schools Day Cam

17

Vocational

Sheltered Workshop

Adult

Activity Center

ommunity Living

Public and Parent
Information

and Education

Recreational
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ISMR-RESEARCII IN MENTAL RETARDATION
PROGRAM

Research at the Institute will be directed at :

uncovering the causes of mental retardation
developing a more meaningful taxonomy of the different syn-

dromes of mental retardation
elucidating the bask biological and behavioral processes

characterizing these syndromes
applying this knowledge to the care, rehabilitation, and educa-

tion of the mentally retarded

Re8earch Units Within ISMR

Individual Faculty Research

Epidemiology
Etiology
Patterns of Service
Quality of Service
Follow-up

Research Laboratories

Evaluation
Systems Analysis of Projected Goals
Sodological Evaluation of the Team Process

Resources and Materials
Resource Center and Library
Materials Evaluatim and Dissemination Center

Legal Research
Institute of Continuing Legal Education

Agency Research
Standards
Patterns of Service
Manpower Training
Manpower Utilization

18
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ISMR COORDINATES WITH STATE EFFORTS
TO COMBAT MENTAL RETARDATION

Institute programs are designed to be a part of the Michigan state
plan to combat mental retardation. To maintain this relationship, the
Institute has:

established an Institute-State Advisory Committee
obtained representation on the Southeastern Regional Inter-

agency Committee
initiated cooperative efforts with other state universities
developed close cooperation with the residential treatment pro-

grams
established liaison with a number of community service pro-

grams
initiated cooperative planning with community college training

programs

State Wide Relationships

Reskiential Programs

* State Universities

Community Colleges

Community Programs

19
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ISMR ADMINISTRATIVE STAFF

William M. Cruickshank, Ph.D., Director
Julius S. Cohen, Ed.D., Associate Director for Development

and Coordinator for Training
Arthur W. Fleming, M.D., Associate Director and Coordinator

for Clinical Services
Norman L. Thoburn, Ed.M., Assistant to the Director

Institute for the Study of Mental Retardation
The University of Michigan

611 Church Street
Ann Arbor, Michigan

MCMLXIX
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APPENDIX
STATEMENT OF SENATOR JACOB K. JAVITS ON TNTIWIIM '.;`,TO S. 3277, THE

MENTAL RETARDATION SERVICES AMENIMEN T'S OF 1969

Mr. JAMS. Mr. President, I introduce, for the administration, the
Mental Retardation Services Amendments of 1969, The bill assures the
continuing support of the Federal Government in providing services
and expanded facilities for the mentally retarded, including special
incentives to encourage these activities in areas having the most critical
need.

Included among the activities for which grants could be made under
the bill are the provision of services for the mentally retarded
operation grantsconstruction of mental retardation facilities, de-
velopment and demonstration of new or improved techniques for pro-
vision of services for the mentally retarded; training of personnel to
work on the various problems of the mentally retarded ; and State and
local planning, administration, and technical assistance.

I am pleased that the administration bill provides :
First, the maximum on the Federal share, of the costs of new proj-

ects, including construction projects, shall be 75 percent except in
poverty areas where 90 percent would be permitted;

Second, the duration of support for projects providing mental re-
tardation services is to be extended from the present 51 months to 8
years except for poverty areas where support could be granted for
10 years; and

Third, the Federal share of support for projects providing services
would decline gradually, from a maximum of 75 percent in the first 2
years to 10 percent in the 8th year, and in poverty areas from 90 per-
cent in the first 2 years to 10 percent in the 10th year.

Other major features of the bill provide that operational support
would continue to be provided to recipients who have already received
commitments for future support under the existing law ; Federal funds
for all types of mental retardation projects in a State would not be
less than the amounts allotted to the State in fiscal year 1970 for con-
strm tion of community mental retardation facilities; joint funding ar-
rangements with other Federal programs could be entered into ; and
before grants are made, States must be given an opportunity to review
and make recommendations on projects in their jurisdictions.

In order to meet the problem to which the President called attention
in his message of April 30, 1969, to the Congress on improving the ad-
ministration of Federal programs, the Department of Health, Edu-
cation, and Welfare has provided in the bill for consolidating the
present separate categories of grants for construction of mental re-
tardation facilities, for construction of university affiliated facilities,
and for initial staffing of community mental retandation facilities into
a single, flexible program of grants to public or nonprofit agencies
covering facilities and services for thc. mentally retarded.

Appropriations authorizations a requested for 3 years.
(The neit of the bill S.8277 follows.)

(453)
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S. 3277

IN THE SENATE OF THE UNITED STATES

DECEMBER 20, 1069

Mr. JAvrrs introduced the following bill; which was read twice and referred
to the Committee on Labor and Public Welfare

A BILL
To amend the Mental Retardation Facilities Construction Act

to extend and improve the provisions thereof, and for other

purposes.

1 Be it enacted by the Senate and House of Representa-

2 lives of the United States of America in Congress assembled,

3 That this Act may be cited as the "Mental Retardation Serv-

4 ices Amendments of 1969".

5 SEC. 2. Effective with respect to appropriations for fiscal

6 years beginning after June 30, 1970, title I of the Mental

7 Retardation Facilities and Community Mental Health Centers

8 Construction Act of 1963 is amended to read as follows:

IT
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2

I "TITLE I--ORANTS FOR SERVICES AND FOR CON-

2 STRUCTION AND OPERATION OF FACILITIES

3 FOR THE MENTALLY RETARDED

4 "SHORT TITLE

5 "SEc. 100. This title may be cited as the 'Mental Re-

6 tardation Services Act'.

7 "AUTTIORIZATION OF APPROPRTATIONS

8 "SEc. 101. There are authorized to be appropriated for

9 grants limier this title such sums as may be necessary for the

10 fiscal year ending June 30, 1971, and for each of the next.

II two fiscal years. For the fiscal year ending June 30, 1972,

12 imd each of the ten succeeding fiscal years, there are author-

13 ized to be appropriated such sums as may be necessary to

14 make grants for projects which have received a grant under

15 this title from funds appropriated under the preceding sen-

tence, and are eligible for such a grant for the year for which

11 such sums are being appropriated under this sentence.

18 "AUTHORIZATION OF GRANTS

19 `"S"Ec. 102. (a) Of the sums appropriated pursuant to

90 section 101 for a fiscal year, such amount as the Secretary

21 determines to be necessary shall be available for grants with

22 respect to facilities which received, prior to July 1, 1970,

23 grants under part D of this title as in effect prior to such

24 date, and which would have been eligible for such grants in
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3

1 the same amounts under such part for such year had such

2 part remained in effect.

3 " (b) The remainder of the sums so appropriated for

4 such year shall be available for grants by the Secretary to

5 public or nonprofit private agencies and organizations for up

6 to 75 per centmn of the cost (except as provided in sub-

7 sections (e) an(1 (e) ) Gf projects for-

8 " (1) provision of services for the mentally retarded,

9 including costs of operation, stalling, and.maintenance of

10 facilities for the mentally retarded;

" (2) State or local phmning, administration, or

12 technical assistme relating to services and facilities for

13 the mentally retarded;

14 " ( 3 ) training of physicians and other specialized

15 personnel needed for research, diagnosis, treatment, du-

1.6 cation, rehabilitation, training, or care of the mentally

17 retarded;

" (4) developing or demonstrating new or improved

techniques for provision of diagnosis, treatment, eduea-

20 tion, rehabilitation, training, care, or other serviées for

21 the mentally retarded ; and

" (5) construction of facilities for the mentally

retarded, including facilities for any of the foregoing.

24 " (e) In the case of any project which is to be con-
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1 structed, or to provide services for persons, in an area desig-

2 noted by the Secretary as an urban or rural poverty area,

3 including planning and technical assistance in connection

4 therewith, the Federal portion of the cost thereof which may

5 be met by a grant under this title may not exceed 90 per

6 cent= of such cost.

7 " (d) Payment of grants under this section may be made

8 in advance or by way of reimbursement, and in such install-

merits and on. such conditions, as the Secretary may

10 determine.

" (e) No grant for any project to provide services to the

12 mentally retarded may be made under the provisions of this

13 title for a period in excess of eight years, or in the case of

14 any ar,a designated by the Seeretmy as an urban or rural

15 poverty area, for any period in excess of ten years. Grants

16

17

18

19

20

21

22

23

24

2,)

with respect to the costs of any Such project may not

exceed

" (1) except as prOvided in clause (2) , 75 per

centum of such costs for the first two years after the first

day of the first month for which such a giant is made

with respect to such project, 60 per. .centum of such

costs for the third year after such first day, 50 per centum

of such costs for the fourth year after such first day, 40

per eentum of such costs for the fifth year after such first

day, 30 per centmn of such costs for the sixth year after
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5

1 such first day, 20 per centum of titich costs for the seventh

2 year after such first day, and 10 per eentum of such costs

3 for the eighth year after such first day; or

4 " (2) in the case of any such project providing serv-

ices for persons in an area designated by the Secretary as

6 an urban or rural poverty area, 90 per cent= of such

7 costs for the first two years after the first day of the

8 first month for which such a grant is niade with respect

9 to imch project, 80 per eentum of such costs for the third.

10 year after such first day, 70 per centunt of such costs for

the fourth year after such first day, 60 per eenttun of

12 such costs for the fifth year after such first day, 50 per

13 centum of such costs for thi e. sixth year after such first

14 day, 40 per eentum of such costs for the seventh year

15 after such first day, 30 per cent= of such costs for the

16 eighth year after such first day, 20 per cent= of such

17 costs for the ninth year after such first day, and 10 per

18 centum of soh costs for the tenth year after such first

19 day.

20 "TOTAL OF FEDERAL PAYMENTS IN A STATE

21 "SEc. 103. The total of grants under this title for all

22 projects in a State for any fiscal year beginning after June 30,

23 1970, shall not be less than the allotment to such State for

24 the fiscal year ending June 30, 1970, under section 132
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as in effect prior to July 1, 1970, as computed prior to the

application of subsections (b), (c), and (d) thereof, excePt

to the extent that the Secretary determines that the total cost

of approvable applications for projects hi such State for such

year will be less than such allotment.

"REGULATIONS

"SEe. 104: The Secretary shall prescribe general regu-

lations concerning the eligibility of projects, determination

of eligible costs with respect.to which grants may be made,

general standards of construction and equipment for various

types of facilities of different classes and in different types of

locations, and the terms and conditions for approving appli-

cations under this title.

"APPROVAL OF APPLICATIONS

"SEC. 105. The Secretary shall not approve any appli-

cation for a grant under this title unless he determines that

" ( 1 ) the Governor (or, in the case of the Trust

Territory of the Pacific Islands, the Iligh Commissioner)

of the State in which the project is to be located, or any

agency or oliicial of the State designated by the Governor

or Commissioner, has been afforded an opportunity to

review and. make recommendations with respect to the

project ;

" (2) in the ease of an application for a project in

a State which has hi exWence a State mental retarda-
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1 tion construction plan, or comprehensive plan relating

2 to services for the mentally retarded, which has been

3 reviewed by the State agency designated or established

4 pursuant to section 314 (a) (2) (A.) of the Public Health

5 Service and by any other State agency determined by

6 the Governor to be appropriate, the project is consistent

7 with such plan or, if the State has both, with both such

8 plans;

9 " (3) there is reasonable assurance that the funds

10 paid with respect to the project under this title for any

11 period -will be so used as to supplement and, to the extent

12 practicable, to increase the level of State, local, and

13 other non-Federal funds for mental retardation services

14 which, in the absence of such Federal funds, would other-

wise be available for mental retardation projects in such

State and will in no event supplant such State, local, or

17 non-Federal funds; and

18 " (4) if the grant is for construction of a facility,

19 there is reasonable assurance that (A) for not less than

20 twenty years after completion of construction, the facility

21 will be used for the purposes for which it was con-
22 structed, (B) adequate financial support will be avail-

able for the construction of the' facility and for its main-

24 tenance and operation when completed, and (C) all
25 laborers aud mechanics employed by contractors or .sub-
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contractors in the performance of work on construction

2 of the iacility will be paid wages at rates not less than

3 those determined by the Secretary of Labor in accordance

4 with the Davis-Bacon Act, as amended (40 U.S.C.

5 276a-276a-5) ; and the Secretary of Labor shall have

6 with respect to the labor standards specified in this clause

7 the authority and functions set forth in Reorganization

8 Plan Numbered 14 of 1950 (15 F.R. 3176; 5 U.S.C.

9 913) and section 2 of the Act of June 13, 1934, as

amended (40 U.S.C. 276c) .

11 "PROGRAM EVALUATION

12 "SEc. 106. Such portion of any appropriation under this

13 title for any fiscal year ending after June 30, 1970, as the

14 Secretary may determine, but not exceeding 1 per centum

15 thereof, shall be available to the Secretary for evaluation

16 (directly or by grants or contracts) of the program author-

ized by this title.

18 "JOINT FUNDING

19 "Sr.c. 107. Pursuant to regulations prescribed by the

20 Secretary, where funds are advanced for a single project by

21 more than one Federal agency to an agency or organization

22 assisted under this title, any one Federal agency may be des-

ignated to act for -all in administering the funds advanced. In

24 such cases, a single non-Federal sluire requirement may be

25 established according to the proporl;on of funds advanced by
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each 'Federal agency, and any such agency' nmywaive any

2 technical grant or contract. requirement (as defined by sneh

3 regulations) which is inconsistent with the similar require-

4 :merits of the administering, agency or Which the administer-

5 ing agency does not impose.

6 "NONDUPLICATION OF GRANTS

'7 "SEc. 108. No grant may be made after January 1,

.8 1964, under any provision of the Public Health Service Act,

9 for any of the fiscal years in the period beginning July 1,

10 1963, and ending June 30, 1973, for construction of any

11 facility for the mentally retarded described in this title, unless

12 the Secretary determines that funds are not available under

13 this title to make a grant for the construction of such facility.

14 "RECOVERY

15 "SEc. 109. If any:facility with respect to which fluids

16 have been paid under this title shall, at any time within

17 twenty years after the completion of construction-

18 " (1) be sold or transferred to any person, agency,

or organization which isliot qualified to file an applica-

20 tion under this title, or

21 " (2) cease to boa public or other nonprofit facility

22 of the type referred to in section 102 (b) (5) , unless the

23 Secretary determines, in accordance with regulations,

24 that there is good cause for releasing the applicant or
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other owner from the obligation to continue such facility

2 as such a public. or other nonprofit facility,

3 the United States, shall be entitled to recover from either the

4 transferor or the transferee (or, .in the case of a facility to

5 which clause (2) applies, from the owner thereof) an

6 amount boiling the same ratio to the then value (as deter-

7 mined by agreement of the parties or by action brought in

8 the district court of the United States for the district in which

9 the facility is situated) of so much of the facility as consti-

tuted an approved project or projects, as the amount of the

31 Federal participation hore to the cost of .the construction of

12 such project or projects." .

13 AMENDMENTS TO GENERAL PROVISIONS

14 Trust Territory of the Pacific Islands Included in Definition

15 of State

16 SEC. 3. (a) Effective with respect to grants under title I

17 of the Mental Retardation Facilities and Community Mental

18 Health Centers Construction Act of 1963 made from funds

19 appropriated for fiscal years beginning after June 30, 1970,

20 paragraph (a) of section 401 thereof (42 U.S.0. 2691) is

2.1.. amended by inserting "the Trust Territory of the Pacific

Islands," after: "the Virgin Islands,7.

23 Facilities for the Mentally Retarded

24 (b) Effective :with respect to projects approved under

25 title I of such Act for fiscal years beghming after June 30,

26 1970, paragraph (b) of section 401 is amended to read:
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1 " (b) The term 'facility for the mentally retarded' means

2 a facility.specially designed for the diagnosis, treatment, edu-

3 cation, training, Dr personal care of the mentally retarded, in-

4 chiding facilities for training specialists, group living accom-

5 modations for .the mentally retarded, and sheltered work-

6 shops for the mentally retarded, but only, in the case of such

7 sheltered workshops, if they are part of facilities which pro-

8 vide or will provide comprehensive services for the mentally

9 reta rded."

10 Cost of Land Included in Cost of Construction

11 (e) Effective with respect to projects approved under

12 title I of such Act for fiscal years beginning after June 30,

13 1970, so much of paragraph (e) of such section 401 as

14 follows the semicohm is amended to read "including .archi-

teet's fees and the cost of the acquisition of land, but exclud-

16 ing the cost of off7site improvements."

17 State Standards for Variable Federal Share

18 (d) Effective with respeet to projects approved tinder

19 title I of ;Itell Act for fiscal years.beginning after June 30,

20 1970, section 402 of such Act (42 U.S.C. 2692) is amended

21 by striking out "part C of title I or", and by striking out

22 "part or" in the first sentence thereof.

23 2aymunts for Constrtiction

24 (e) Effective with respect to payments for construction

25 under title I of such Act from appropriations for fiscal years
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beginning -after June 30, 1970, subsection (a) of section

2 403 of such Act is amended by striking out "section 134 in

3 the case of a. facility for the mentally retarded, or", and by

4 striking out in clause (2) "section 136 er". Subsection (b)

5 of such section is amended by striking out "section 135 or".

0 Judicial Review

7 (f) (1) Section 404 of such Act is amended by striking

8 out "135 or", "134 (b) or", and "136 or" in the first sen-

tence thereof.

(2) The amendment made by paragraph (1 ) shall not

11 be effective with respect to applications submitted wider sec-

12 tion 135 of such Act as in effect prior to the enactment of this

13 section, or appeals with respect to action under section 134

14 (b) or 136 of such Act as in effect prior to such enactment.

15 Recovery

16 (g) Effective with respect to construction projects for

17 which funds are paid out of appropriations for any fiscal year

18 beginning after June 30, 1970, paragraph (1) of section 405

19 of such Act is amended by striking out "135 or" in clause

20 (A) , and by striking out "section 134 (in the ease of a

21 facility for the mentally retarded or" in clause (B) thereof.
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Senator KENNEDY. The subcommittee stands adjourned.
(Whereupon, at 4:40 p.m., the subcommittee was adjourned, to

reconvene subject to the call of the Chair.)
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